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Presideyits  Report 

by  Ralph  Warner,  President,  NFADB 


Whenever  I  attend  a  conference,  I  go  home  feeling 
great  about  what's  going  on  in  our  field.  The  National 
Conference  in  Washington  D.C.  was  no  exception. 
With  a  presentation  to  prepare,  a  meeting  to  plan, 
workshops  to  attend  and  a  booth  to  work,  the  four 
days  flew  by.  I  heard  a  lot  of  good  feedback  about  the 
sessions.  It  was  terrific  to  see  old  friends,  many  of 
whom  I  only  get  to  see  at  meetings  like  these. 

One  of  the  great  moments  of  the  conference 
was  when  the  Anne  Sullivan  Awards  were  given  out. 
I  was  so  proud  that  our  Secretary  Pat  McCallum  was 
one  of  the  recipients.  Pat  was  recognized  for  all  of  the 
hard  work  she  has  done,  and  is  still  doing,  for  all  of  us 
in  the  field  of  deafblindness.  Now,  two  of  NFADB's 
officers  -  Pat  and  Mary  O'Donnell  -  have  received  this 
award.  We've  certainly  been  lucky  to  have  such  high 
caliber  people  serving  on  our  board,  helping  to  shape 
and  guide  NFADB. 

The  first  NFADB  general  membership 
meeting  took  place  during  the  conference  and  it  was 
a  huge  success.  More  than  150  members  attended. 
Quite  a  bit  of  time  was  spent  giving  history  and 
bringing  people  up  to  speed  about  our 
accomplishments  so  far.  We  distributed  a  survey 
asking  for  the  members'  recommendations  for  future 
goals.  Almost  everyone  completed  the  survey  and  we 
will  report  on  the  results  in  the  next  issue  of  the 
newsletter.  After  the  meeting,  our  board  got  to  meet 
and  chat  individually  with  members.  I  would  like  to 
thank  our  members  for  making  this  meeting  so  positive 
and  memorable  for  all  of  us. 

After  I  came  home  from  the  conference,  I  felt 
really  energized  and  motivated.  This  energy  was  soon 
dampened  as  I  started  hearing  about,  and  personally 
experiencing,  problems  setting  up  appropriate  lEPs. 
One  example  of  this  was  a  call  from  parents  whose 
six-year  old  child  (deafblind)  is  going  into  a  regular 
classroom  for  the  first  time.  The  school  district  told 


them  that  the  child  only  needed  to  have  speech  once 
a  week  because  "he  didn't  hear  anyway."  Up  until  that 
time,  he  had  been  receiving  speech  five  times  a 
week!  I  was  able  to  help  the  parents  develop  an 
appropriate  lEP  with  the  school  district. 

Another  example  is  my  own  son's  lEP 
meeting.  When  my  wife  Candy  and  I  arrived  at  the 
meeting,  we  were  disappointed  to  learn  that  the 
school  had  not  done  any  formal  testing  recently  to 
determine  Adam's  academic  level.  Two  years  ago, 
testing  had  shown  that  he  was  functioning  two  years 
atx)ve  grade  level.  You  should  know  that  in  addition  to 
deaf-blindness,  Adam  has  CP.  He  uses  a  computer  to 
type  all  of  his  work.  At  the  meeting,  his  speech  teacher 
said  that  he  didn't  make  any  progress  this  year 
because  he  types  at  the  same  speed  as  he  did  last 
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WHAT'S  THE  SCOOP? 

Nancy  "Scoop"  O'Donnell,  Editor 

I  had  an  interesting  call  from  a  friend  at  the  end  of 
July  and  I  share  with  you  here  a  very  abbreviated  version 
of  that  call.  My  friend,  also  named  Nancy,  excitedly  re- 
ported about  a  recent  friendship  she  had  made  in  her 
community  in  New  Jersey.  She,  her  new  friend  Lisa,  and 
their  children  had  spent  a  pleasant  day  together  at  the 
pool,  enjoying  conversation  that  became  more  and  more 
comfortable  as  the  afternoon  passed.  One  topic  led  to 
another  and  apparently  there  were  aspects  of  Lisa's  life 
and  personality  that  closely  paralleled  your  gentle  editor's 
life.  Nancy  mentioned  to  Lisa  that  her  good  friend  Nancy 
had  a  similar  background,  similar  qualities, ^c.  The  con- 
versation continued,  Lisa  referring  at  one  point  to  her 
husband.  She  mentioned  that  he  had  recently  attended  a 
conference  in  Washington  D.C.  Nancy  laughingly  re- 
sponded that  her  friend  Nancy  had  also  recently  attended 
a  conference  in  D.C.  She  asked  what  had  brought  the 
husband  to  Washington.  Lisa  mentioned  that  her  hus- 
band's sister  had  disabilities.  Deaf-blindness.  Nancy 
couldn't  believe  it!  "My  friend  Nancy  works  in  deaf- 
blindness!"  she  exclaimed.  Actually,  Lisa  clarified,  her 
husband  went  to  D.C.  not  for  his  sister  but  because  his 
mother,  who  had  passed  away  last  year,was  being  hon- 
ored. By  now,  the  two  women  could  barely  contain  them- 
selves. "What's  your  friend's  last  name?"  Lisa  asked. 
"O'Donnell!"  Nancy  replied.  Of  course,  Lisa's  last  name  is 
also  O'Donnell.  No  relation  to  me,  but,  yes,  our  dear 
Mary's  daughter-in-law. This  conversation  took  place  the 
week  before  Mary's  one-year  anniversary.  I  have  no  doubt 
that  Mary  had  a  hand  in  that  meeting.  She  knew  that  I,  a 
big  believer  in  "synchronicity,"  would  not  dismiss  it  as 
some  weird  coincidence,  but  as  a  loving  and  welcome  sign 
of  reassurance  that  she  is  still  around.  So  if  you  believe  in 
that  stuff,  a  big  hello  from  Mary.  And  if  you  don't,  well, 
ain't  that  just  the  darndest  coincidence  you  ever  heard  of? 

It's  no  coincidence  that  many  of  the  articles  in  this 
issue  talk  about  the  national  conference.  There  was  lots  to 
do,  learn  and  talk  about!  We  also  have  several  articles  not 
related  to  the  conference,  including  one  on  sleep-wake 
disorders  (p.  13).  This  problem  is  reported  in  many 
people  who  are  deaf-blind.  An  article  on  page  11  de- 
scribes a  reported  connection  between  fetal  cells  which 
persist  in  mothers'  bloodstreams  and  late  onset  au- 
toimmune diseases. 

Take  care! 

^  SCOOP 
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THE  CAPITOL  CRUSADE! 


by  Carrie  Masten,  RD,  Region  10 


^^^^kuestion:  What's  stronger 
W  .^^Pthan  Arnold 
^■H^  Schwarzenegger,  able  to 
navigate  tall  buildings  in  a  bustling 
city  and  faster  than  a  speeding  train? 
Answer:  A  bunch  of  radical  parents 
advocating  for  their  children  with 
deaf-blindness! 


Okay,  so  maybe  we  weren't  as  fast  as  a 
speeding  train,  but  we  certainly  got  the 
job  done!  Since  we  were  already  in  our 
nation's  capitol  for  the  National  Conference,  NFADB 
organized  a  "Trip  to  the  Hill"  on  Monday  afternoon. 
The  purpose  of  this  excursion  was  to  give  parents  and 
family  members  an  opportunity  to  meet  their 
respective  lawmakers  and  educate  them  as  to  the 
needs  of  individuals  with  deaf-blindness.  Nancy  Ann 
Sherman  and  her  parents,  Frank  and  jimmie  Campbell 
also  had  several  appointments  with  legislators  and 
delivered  artwork  from  the  Helen  Keller  Art  Show! 
What  an  empowering  experience  this  was  for  the  50-1- 
of  us  who  participated! 

Prior  to  the  conference,  Janet  Stevens,  our  Education 
and  Information  Committee  Chairperson,  contacted 
the  appropriate  legislators  and  set  up  many,  many 
appointments.  Unfortunately,  Janet's  plans  to  attend 
the  conference  -  and  to  "lead  us  up  the  Hill"  -  got 
derailed  at  the  last  minute.  I  felt  badly  for  Janet  and 
disappointed  for  myself.  I  was  looking  forward  to 
seeing  her  in  action!  I've  heard  the  stories  of  her 
"persuasive"  tactics  -  chaining  herself  to  the  Arkansas 
Capitol  steps,  for  example! 

Before  our  meetings,  Joe  McNulty,  Director  of  the 
Helen  Keller  National  Center,  gave  us  a  few  tips  on 
how  to  talk  with  our  lawmakers.  Not  many  of  us  had 
done  this  on  a  state  level,  much  less  the  federal  scene. 
Joe  quickly  dispelled  our  nervous  jitters,  gave  us 
support  and  let  us  know  that  we  could  make  a 
difference.  How  right  he  was! 


:<»i-4^yBaM 
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Feedback  from  the  meetings  was 
wonderful!  Parents  felt  successful  in 
their  attempts  to  connect  with  and 
educate  their  representatives.  Many 
have  made  follow-up  appointments 
with  their  congresspersons  to  visit  with 
their  child  when  the  representative 
returns  home  after  this  session. 


I  think  one  of  the  most  telling 
outcomes  to  this  venture  was  the 
response  we  had  back  from  those 
Senators  and  Representatives  who  had  originally 
ignored  requests  for  appointments.  Janet  Stevens 
received  many  calls  from  those  offices  apologizing 
profusely  for  not  contacting  her  to  set  up  meetings. 
Apparently,  word  got  around  that  we  were  a  force  to 
be  reckoned  with.  For  those  of  you  who  did  not  have 
appointments  and  just  dropped  by  your  legislator's 
office  anyway,  please  know  that  your  visit  still  had  a 
tremendous  impact. 

Our  advocacy  certainly  pays  off,  but  this  was  just  the 
tip  of  the  iceberg.  We  must  continue  to  educate  our 
elected  officials  about  the  needs  of  people  with  deaf- 
blindness.  We  must  remain  vigilant  as  IDEA  is  put  into 
effect,  funds  are  appropriated  for  people  with 
disabilities,  and  other  legislative  decisions  are  made 
that  effect  these  citizens.  NFADB  will  certainly  provide 
the  forum.  You,  as  individuals,  provide  the  strength.  ♦ 


The  Human  Spirit  is  more  powerful  than  any  drug.  That 
is  what  n&&d3  to  be  wuhehed  with  work,  play. 
friendship  and  family.  These  are  the  things  that 
matter.  This  is  what  we  had  formatter]. 
the  simplest  things."  ■■^^j' 

-  Oliver  Sachs        '  .•  ^^   [ 
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THE  1997  NATIONAL  CONFERENCE  ON  DEAFDLINDNES5 
Reports,  Reactions,  Responses 


Prior  to  the  conference,  the  Newsletter  Committee  made  a  request 
that  all  NFADB  Board  Members  arxJ  Special  Advisors  be  the  "eyes 
and  ears'  of  the  newsletter  at  the  sessions  they  attended.  The 
following  reports  provide  a  sampling  of  impressions  and  viewpoints 
about  the  various  conference  activities  as  presented  by  our  "NFADB 
reporters. " 

Henri  Clark,  TN 

I  feel  that  the  National  Conference  on 
Deafblindness  was  a  sucxess.  The  presentations  and 
seminars  covered  the  needs  of  just  about  everyone  in 
attendance.  This  event  provided  me  with  more 
information,  names  of  individuals  and  contacts  than 
any  conference  I  have  ever  attended.  As  many  parents 
can  attest,  it  is  not  always  easy  being  a  parent  of  a  child 
who  is  deaf-blind.  However,  the  overwhelming  bond 
that  connects  us  all  is  so  strong  that  we  are  one  big 
family.  Many  of  us  "newer"  parents  only  recognized 
each  other  by  face  or  names  but  this  did  not  pose  a 
barrier.  I  felt  a  strong  outpouring  of  togetherness, 
determination  and  motivation  to  return  to  our  own 
little  corners  of  the  world  and  make  whatever  changes 
are  necessary  to  provide  a  brighter  future  for  ALL 
individuals  who  are  deaf-blind.  The  many  meetings 
and  presentations  armed  each  of  us  with  knowledge 
that  no  doubt  will  be  passed  on.  This  is  the  way  it 
should  be. 

Kurt  and  Stephanie  Kavanaugh,  MO 

Keynote  Speaker,  Dr.  Harlan  lane, 
^'Deafblindness:  The  Individual  in  a  Changing 
Society  -  We  felt  Dr.  Lane  presented  a  philosophy 
that  was  not  applicable  to  many  people  who  are 
deaf-blind.  He  emphasized  the  importance  and  beauty 
of  American  Sign  Language  to  the  exclusion  of  other 
methods  of  communication.  While  this  may  be 
appropriate  for  those  with  sight,  the  majority  of  parents 
we  spoke  with  seemed  to  vehemently  -  even  angrily  - 
disagree  with  his  views. 

Panel  Responses  to  Dr.  Lane  -  Dr.  Theresa  B. 
Smith  appeared  to  agree  completely  with  Dr.  Lane  and 
offered    little    additional    information.    Dr.    Barbara 


McLetchie  gave  a  more  balanced  view  of  using 
different  modes  of  communication.  She  stressed  the 
importance  of  using  whichever  method  was 
appropriate  for  the  specific  individual.  Numerous 
parents  stood  up  and  applauded  her  sensitive  and 
sensible  position  on  this  topic. 

^'Social/Sex  Education:  A  Problem  Solving 
Framework'^  -  Suggestions  given  during  the  session 
include:  1)  Put  social  skills  and  goals  in  lEPs;  2)  Discuss 
gender  with  your  children;  3)  Introduce  the  concept  of 
strangers  -  role  play,  show  kids  how  they  can/should 
react;  4)  Use  the  terms  "public"  and  "private"  with 
regard  to  behavior. 

''Making  It  Happen:  Functional  Ideas  for 
O&M  Instruction  for  Students  with  Deaf-Blindness 
&/or  Multi-Sensory  Impairments"  -  This  session 
addressed  the  need  to  create  exciting,  stimulating 
programs  that  motivate  kids  to  move  WITHIN  their 
environment  and  also  learn  FROM  their  environment. 
Specific  techniques  were  described  to  help  accomplish 
this  including  the  idea  of  integrating  independent  living 
skills  with  everything  we  teach  the  student. 

Plenary  Presentation,  Marjaana  Suolsalmi; 
"Advocacy  and  Rights  for  Individuals  Who  Are 
Congenitally  Deaf-Blind''  -  Marjaana  discussed  factors 
for  quality  of  life  for  people  who  are  deaf-blind  and 
others.  The  factors  included  having  close  friends,  being 
part  of  a  community,  having  a  network  of  "qualified" 
partners,  having  self  esteem  and  identity,  engaging  in 
meaningful  activities,  and  finding  joy  in  life. 

"Understanding  and  Preventing  Learned 
Helplessness  in  Learners  who  are  Congenitally  Deaf- 
Blind"  -  This  program  pointed  out  how  teachers, 
intervenors  and/or  parents  can  unwittingly  teach  a 
child  to  become  helpless  by  helping  them  too  much. 
This  can  happen  when  we  underestimate  the  child's 
ability  or  when  we  don't  give  him  or  her  enough  time 
to  complete  a  task  without  our  intervention.  If  you 
notice  that  the  child  always  turns  to  a  particular  person 
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for  "help"  or  "permission"  when  a  question  or  task  is 
presented,  it  may  be  time  to  re-assess  ways  to  get  the 
child  to  act  and  initiate  on  their  own.  For  a  copy  of  the 
presenter's  full  report,  contact  Susan  Marks  at  344 
Erickson  Hall,  Department  of  Special  Education, 
Michigan  State  University,  East  Lansing,  Ml  48824- 
1034. 

^^Computers  in  Our  Classrooms!  Keeping  Up 
With  Technolog/'  -  This  workshop  had  very  good 
suggestions  on  how  to  incorporate  technology  and 
computers  in  teaching  children  who  are  deaf-blind. 
Software  recommendations  included  the  "Living 
Books"  software  She/7a  Rae,  Bailey's  Book  House  and 
Kid's  Wbf/cs  2  to  help  with  vocabulary.  To  teach  cause 
and  effect,  the  software  titles  fensy  and  Friends,  Press 
to  Play  and  Rad  Sounds  were  recommended.  Various 
hardware  adaptations  were  discussed,  including  the 
use  of  Intelli-Keys  Expanded  Keyboard  and  adapted 
mouse  and  keyboards. 

"L/sG  of  FM  Systems  with  Children  who  are 
Deaf-Blind''  -  Excellent  discussion  of  state  of  the  art  FM 
systems  on  the  market  today  along  with  their  benefits 
and  limitations.  Particularly  interesting  are  the  new 
systems  with  microchips  that  allow  the  receiver  to  be 
built  into  the  hearing  aid  itself,  thereby  eliminating  the 
wearing  of  a  bulky  receiver.  This  type  of  system  ranges 
in  price  from  $25oo  to  $3000. 

Carrie  Masten,  WA 

Whew!  It  almost  feels  like  Christmas  morning  - 
you  know,  after  you've  opened  all  the  presents  that 
took  weeks  to  buy  and  hours  to  wrap.  Now  you  feel 
this  enormous  let-down.  I  guess  I've  got  the  "Post 
Conference  Blues."  All  that  planning,  preparation, 
anticipation,  and  it's  over,  done,  not  to  be  for  another 
five  years.  Can  I  wait  that  long?  Can't  we  have  a 
conference  reunion  next  month?  I  met  so  many 
wonderful  people  and  gained  so  much  knowledge  -  I 
don't  want  this  energy  to  go  away!  Fortunately,  there 
are  newsletters  and  listservs  to  keep  me  immersed  in 
deaf-blind  issues  until  the  next  conference.  My  son, 
Gregory,  also  won't  let  me  lose  the  momentum.  He 
and  all  the  other  children  and  adults  with  deaf- 
blindness  are  the  reasons  I  strive  to  make  connections, 
learn  all  I  can  about  raising  a  child  with  deaf-blindness, 
and  teach  others  about  this  labor  of  love. 

I  was  so  grateful  to  meet  members  from  Region 
1 0  -  and  so  disappointed  that  there  wasn't  enough  time 


to  get  to  know  many  of  you  more  personally.  I  plan  to 
visit  (or  revisit  as  the  case  may  be)  all  the  states  in  the 
northwest  region.  I  will  make  sure  to  provide  the 
opportunity  to  get  to  know  one  another  -  or  "hang"  as 
my  twelve-year-old  niece  would  say! 

Pat  McCallum,  JX 

Talk  about  floating  through  a  four-day 
conference!  I  was  so  busy  with  activities,  meeting  or 
being  introduced  to  so  many  people  new  to  me,  as 
well  as  enjoying  quick  visits  with  lots  of  known 
colleagues  from  the  parent/professional  realm  that  I 
found  attending  some  sessions  was  almost  a  side 
commodity.  I  was  on  the  panel  of  the  "Late  Onset 
Manifestations  of  Congenital  Rubella:  Parents' 
Perspective"  and  was  touched  by  the  interesting, 
informative  and  sorrowful  stories  of  Cynthia  Jackson- 
Glenn  and  Marilyn  Fredrick,the  panelists  with  whom  I 
presented.  The  audience  offered  many  interesting 
comments  and  questions. 

I  found  the  Monday  morning  Plenary  Address 
given  by  Danny  Delcambre,  a  chef  and  restaurant 
owner  who  is  deaf-blind,  to  be  charming,  informative, 
plain-spoken  and  up-front.  His  presentation  was 
certainly  a  treat  for  those  of  us  with  children  who  are 
deaf-blind.  His  fellow  audience  members  who  are 
deaf-blind  seemed  to  enjoy  his  humor  and  agree  with 
his  insights  as  well.  And  I  learned  how  to  applaud 
appropriately  for  someone  who  is  vision  and  hearing 
impaired  (for  those  of  you  wondering  -  he  had  all 
800+  of  us  stomping  our  feet  on  the  floor!) 

As  one  of  the  four  recipients  of  the 
prestigious  Anne  Sullivan  Medal  on  Saturday,  my 
usual  aging  and  arthritic  conditions  were  non-existent 
for  the  duration  of  this  conference.  There  seemed  to  be 
a  pillow  of  air  carrying  me  as  I  traversed  the  conference 
sites. 

Peg  Pedersen,  IL 

Of  the  many  presentations  I  heard  at  the 
conference,  there  were  two  in  particular  that  I  want  to 
comment  on.  First  was  parent  Ralph  Warner's  address 
at  Sunday  morning's  plenary  session.  I  was  so  proud 
when  Ralph  -  a  self-employed  businessman  and  father 
of  a  child  who  is  deaf-blind  -  spoke  so  eloquently  and 
honestly  (in  front  of  800  people!)  about  the  effects  of 
Adam's  birth  not  only  on  his  family  but  on  his  business 
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and  career.  Ralph  described  how,  during  the  first  year 
of  Adam's  life,  his  business  suffered  dramatically  as  he 
and  his  wife  learned  "the  system"  and  how  to  advocate 
for  their  son.  Although  his  business  soon  got  back  on 
track,  Ralph  made  the  decision  to  sell  it  so  that  he 
could  dedicate  himself  to  full-time  family  advocacy. 

Ralph's  story  focused  on  Adam's  abilities  and 
all  of  the  dramatic  but  positive  changes  that  came 
about  as  a  result  of  Adam's  birth.  In  looking  to  the 
future,  Ralph  has  planned  and  provided  for  Adam's  life 
as  much  as  possible.  He  realizes  that,  before  long, 
Adam  will  become  an  adult  and  need  support  and 
acceptance  not  only  from  his  family  but  from  his  peers. 
So,  in  his  closing  statement,  Ralph  made  a  simple  yet 
poignant  request.  He  turned  to  the  section  of  the  room 
where  members  of  the  adult  deaf-blind  community 
were  seated  and  simply  said,  "Please  accept  my  son." 
Thank  you,  Ralph. 

On  Sunday  afternoon,  I  listened  to  Steve 
Perreault's  presentation.  Steve  has  worked  with  parents 
and  parent  organizations  for  many  years,  teaching  us 
how  to  stay  focused  on  our  work  for  the  good  of  our 
children.  He  has  generously  given  to  us,  not  only  of  his 
program's  financial  resources  but  his  insight,  humor 
and  enthusiasm.  Little  did  we  know  that  as  we  learned 
our  lessons  from  him,  our  dear  mentor  was  also 
learning  from  us.  Steve  made  this  point  so  clearly  and 
lovingly  during  his  presentation  as  he  described  how  he 
applied  those  lessons  In  his  own  life  when  he  was 
diagnosed  with  AIDS  five  years  ago.  He  beautifully 
wove  a  common  thread  between  our  experiences.  He 
talked  about  doctors  who  impersonally  dispensed  life- 
altering  diagnoses.  He  described  how  he  had 
witnessed  parents  bsing  themselves,  forgetting  who 
they  were  for  a  while,  until  they  were  ready  to  deal 
with  their  new  reality  -  and  how  he  had  done  the  same 
thing.  He  watched  as  we  became  empowered,  as  we 
came  to  realize  that  we  know  ourselves  and  our 
children  best.  He  shared  our  tough  lessons  -  not  to  give 
our  power  away  to  "professionals,"  not  to  listen  to  the 
can'ts,  not  to  give  up  hope.  Steve  talked  alot  about 
hope.  And  he  thanked  us,  the  parents,  for  sharing  our 
hope  with  him... for  teaching  him.  He  gave  us  all  an 
incredible  gift  as  he  stood  before  us  -  vulnerable, 
sincere  and  honest  but  trusting  that  those  who  had 
taught  him  so  well  would  accept  his  thanks  and 
celebrate  our  hopefulness  together.  We  do.  Thank 
you,  Steve. 


Linda  Syler,  OH 

This  was  the  first  National  Conference  on  Deaf- 
Blindness  I  have  attended.  I  assumed  that  it  would 
concentrate  on  that  issue.  I  assumed  too  much.  Most  of 
the  keynote  presentations  and  plenary  sessions 
addressed  the  issues  of  deafness  and  sign  language.  In 
a  majority  of  instances,  deaf-blindness  was  a  ten- 
minute  add-on  to  the  presentation.  This  was  very 
disappointing.  Most  disturbing  was  the  view  that  deaf- 
blindness  was  deafness  first  with  vision  loss  thrown  in  as 
an  afterthought.  It  suggests  to  me  that  some  of  the 
speakers  had  not  done  their  homework. 

In  addition  to  the  plenary  sessions,  I  attended 
presentations  on  the  training  of  intervenors,  the 
development  of  portfolios  and  the  availability  of 
equipment  for  homemakers  who  are  deaf-blind.  I  also 
participated  in  a  parent-family  member  orientation 
meeting  on  Friday  afternoon. 

The  Intervener  Model  Session  laid  out  their 
definition  of  an  intervenor,  and  the  whys  and  hows  of 
their  training  package.  They  addressed  the  roles  of  the 
intervenor  and  teacher,  but  still  had  difficulties  with 
teachers'  fears  of  having  less  control  over  the  teaching 
situation.  The  presentation  focused  on  the  use  of 
intervenors  working  with  children  with  multiple 
disabilities.  The  disturbing  trend  Is  that  we  are 
entrusting  our  children  to  individuals  with  little  or  no 
formal  training.  This  model  also  assumed  that  the 
student  would  not  develop  independence.  Even  a 
child  with  the  most  severe  conditions  can  be  given 
some  chance  for  choice  making! 

The  session  concerning  the  use  of  portfolios 
offered  a  good  example  of  how  to  get  the  correct 
information  to  the  next  person  who  will  be  working 
with  a  child.  The  portfolio  was  used  as  a  tool  of 
transition  from  one  grade  to  the  next.  It  would  seem 
that  teachers  might  read  this  more  readily  than  they  do 
lEPs.  This  could  be  adapted  to  all  types  of  transition 
situations. 

In  the  Mainstream  -  Skills  for  the 
Homemaker  was  geared  to  habilitation  specialists,  but 
it  gave  parents  an  idea  of  the  wide  variety  of  items 
available  to  individuals  with  deaf-blindness  that  can 
help  them  be  independent  in  the  daily  chores  of 
keeping  house.  It  was  most  enlightening. 

The  Parent-Family  Member  Orientation  was 
extremely  worthwhile  as  it  gave  me  a  chance  to  meet 
parents  from  a  few  of  the  states  in  my  region.  The 
strength,  courage  and  knowledge  imparted  during  the 
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?nt  intrcxiuctions  is  something  I  will  never  forget. 
^DB  has  much  to  do  to  reach  out  to  these  parents, 
ilso  was  great  to  see  families  with  similar 
jmstances  connect  with  each  other. 

^DB  is  working  to  find  out  the  type  of  information 
families  need  and  to  see  that  those  issues  are 


addressed  at  the  next  conference.  The  results  of  the 
survey  distributed  at  the  NFADB  General  Membership 
Business  Meeting  will  be  a  good  starting  point  for 
gathering  this  type  of  information.  NFADB  welcomes 
feedback  at  any  time.  Hopefully,  when  the  next 
national  conference  comes  around,  we  can  make  sure 
that  parents  have  more  time  to  meet  and  share  their 
experiences.      4» 


QONfe^BNce  c/\Heos 


NFADB  Secretary  Pat  KfcCallum  shares  an  ecstatic  moment  with  son 
Norman  (president  ofDBMA  T)  after  Pat  received  the  Anne  Sullivan  Award. 


Membership  and  PR  Chair  Clara  Berg,  NY,  and  NFADB 
President  Ralph  Warner,  PA,  catch  a  few  laughs  at  the 
Saturday  evening  banquet. 


Mono  Walters,  NY,  finds  a  quiet  moment  at 
the  end  of  a  busy  day. 


Parents  Marilyn  Fredrick,  LA,  PatMcCallum,  TX  and  Cynthia  Jackson,  PA.  talked  about 
late  onset  medical  and  behavioral  problems  in  their  children  with  congenital  rubella 
syndrome  at  a  panel  presentation  on  Sunday  afternoon. 
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F^milvj  ]ourmA  -  The  FrcbricUs 

by  Marilyn  Fredricks,  lA 


(Ed  note:  I  first  met  Marilyn  Fredricks 
on  the  phone  in  December  of  1989 
when  I  interviewed  her  about  changes 
occurring  in  her  daughter,  Brenda, 
who  is  deaf-blind  due  to  congenital 
rubella  syndrome.We  have  kept  in 
touch  over  the  years,  but  it  was  only  at 
the  conference  that  I  finally  had  the 
pleasure  of  meeting  Marilyn  face-to- 
face.  Her  daughter's  story  is  the  most 
dramatic  one  I've  heard  and  has  been 
an  inspiration  to  me  as  we  continue  to 
collect  and  disseminate  information 
about  the  changes  occurring  in  this 
population.  The  following  is  a 
summary  of  Marilyn 's  presentation  at 
the  National  Conference.  She  was  one 
of  three  parents  on  a  panel  who  spoke 
about  late  onset  problems  in  their 
adult  children  with  congenital  rubella 
syndrome.) 

Our  daughter,  Brenda,  was  born  in 
1959,  a  victim  of  congenital  rubella 
contracted  in  the  third  week  of 
gestation.  She  was  bom  with 
congenital  cataracts,  a  mild  hearing 
loss  and  mild  cerebral  palsy.  Her 
development  was  slow,  walking  and 
talking  were  delayed  until  the  third 
and  fourth  years.  Weight  gain  was 
slow.  When  she  was  four-years  old, 
she  developed  glaucoma  in  one  eye 
that  progressed  rapidly  and  resulted  in 
enucleation  of  the  eye. 

Despite  her  slow  beginning,  she 
started  school  at  age  five  and  entered 
Iowa  Braille  and  Sight  Saving  School  at 
age  six.  Her  progression  in  school  was 
dramatic.  She  entered  public  school  at 
the  7  grade  level  arnJ  graduated  from 
high  school  in  the  top  20%  of  her  dass 
of  120  students.  She  graduated  from 
college  with  a  BA  in  Speech/ 
Communications  and  went  on  to 
graduate  school. 


In  1983,  at  age  24,  she  started  to 
deteriorate  both  physically  and 
mentally.  She  developed  glaucoma  in 
her  remaining  eye,  mitral  valve 
prolapse,  cystic  disease  of  the  ovaries, 
Hashimoto's  thyroiditis  and 
hypothyroidism,  constant  urinary  tract 
infections,  spastic  colon,  increased 
hearing  loss  and  a  multitude  of 
psychiatric  disorders.  She  was  forced 
to  drop  out  of  graduate  school  during 
her  second  year.  Her  mental  and 
physical  deterioration  continued 
despite  many  efforts  at  rehabilitation 
and  medical  care.  When  we  were  no 
longer  able  to  care  for  her  at  home 
she  entered  our  local  nursing  home. 

At  this  time  she  was  unable  to  walk  or 
talk.  There  were  no  medical 
explanations  for  what  was  happening 
to  her  despite  evaluations  at  two 
major  university  medical  facilities. 
Laboratory  findings  of  the  cerebro- 
spinal fluid  were  negative  for 
progressive  rubella  panencephalitis. 

Death  seemed  imminent  after  nine 
months  in  the  nursing  home.  Refusing 
to  give  up,  we  took  her  to  yet  another 
major  medical  institution.  We  finally 
found  a  physician  who  also  refused  to 
give  up  on  her.  He  placed  her  on  the 
drug  Klonapin  and  miraculously  she 
started  to  improve.  After  three  years  of 
extensive  rehab,  she  could  again  walk 
and  talk,  but  still  couldn't  read.  It  took 
another  two  years  to  teach  her  to  read 
again. 

It  has  been  13  years  since  our 
nightmare  began.  Brenda  can  now 
read  at  about  the  sixth  grade  level,  she 
can  walk  with  the  aid  of  a  walker  and 
can  talk  well  enough  to  communicate 
her  needs.  She  resides  in  a  residential 
care  facility  as  she  cannot  care  for 
herself.     She    suffers    from    severe 


depression  and  has  gained  more  than 
100  lbs.,  despite  a  1000  calorie  per 
day  diet  and  an  exercise  program.  She 
is  on  multiple  medications  for  the 
various  ailments  she  endures  and 
suffers  from  bouts  of  loss  of  bowel  and 
bladder  control.  But  in  spite  of  all  of 
this,  she  writes  beautiful  pwetry. 

I'm  hoping  that  our  story  will  help 
other  families  who  may  have  similar 
experiences.  Not  every  child  with  CRS 
will  develop  these  late  onset 
problems,  but  the  problems  are  out 
there  -  I  have  no  doubt  about  that. 
Our  daughter's  case  was  probably 
very  rare,  but  we  don't  know.  Very 
little  has  been  written  about  this  topic, 
although  more  information  is  available 
now  through  the  Internet. 

If  you  should  face  these  problems  in 
your  family,  don't  hesitate  to  do  your 
own  research.  Also,  don't  let  anyone 
tell  you  what  you  should  or  shouldn't 
do  with  your  child.  Be  very,  very 
assertive  with  medical  personnel 
because  they  do  not  understand.  I 
learned  that  the  hard  way.  My 
daughter  has  been  ill  for  13  years  and 
it  took  6  years  to  come  up  with  a 
diagnosis.  Because  I'm  a  nurse,  I 
listened  to  the  medical  people.  I 
followed  their  instructions.  I  thought 
the  doctors  knew!  My  husband  Don, 
though,  is  the  type  of  guy  who  listens 
with  his  heart.  It  took  us  several  years 
to  get  our  act  together,  but  we  did  and 
we've  grown  so  much  because  of  it.  I 
thank  God  for  Don  because  he  taught 
me  to  listen  with  my  heart.  Don't  be 
afraid  to  trust  yours  . 

(Ed.  note:  One  of  Brenda's  poems, 
Celestial  Journey,  appears  on  the 
following  page.)  # 
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I    OEL<EST^AL  JOV^R^jmY 
if  by  Brenda  L.  Fredricks 

if 
if 
'^Sfvining  Bri^fitCy  Rttk  star 

^  (Do  you  see  me  Cau^fiingfrom  afar 

vy 

^^tyourgRstening  ray  of  fig  fit  ? 

\^fi\  (But  to  BefioCif  sucfi  a  Beautifufsigfit 

^  /  dreamed  once  of  grandiose  tdings, 

1^  Stars  andangefs  witfifeatfiered  wings 

^  (But  often  I  did  not  see  tfiem  in  reafity 

'^JindlcouCdnot  toucfi  tfiem  gfeefuffy 


t^ 
t^ 
if 
if 
if 
ir 
-^ 

if 
if 
if 
^ 

if 
if 


^  yfow  I  want  to  toucfi  tHe  Heavens  anew 

^  Ina  different  figfit  and  purpose  as  morning  dew  ■^ 

^  T!fie  (Pfanets  wiffSas^even  more  in  tfieirgCow      ^ 

'^  Spinning  rainSows  oftranquiRty  ^ 

$■  (For  tfie  Universe  to  ^now.  "^ 

if  ^  if 

^if^if-^if^iei^ie^itifit^if^if^^ifif^^if-^ 
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I'm.  H-flp^U)  Bet-iA^  Me! 

iKWLflgtiA^  how  Hflppy 
a\AA  free  i  could  be... 
if  I'd  lauQh  at  kw.y  faults. 
every  o^tce  l\^  a  while, 
Avui  accept  kvtuj  m.lstflfees 
wltki  a  slirug  avui  a  s.mile. 
if  I'd  tflfee  little  setbncles 
avui  failures.  lv\.  stride,        *    * 
Avui  rtmtwher  s,ucces.s.e^ 
with  pleasure  a\A,d  pride. 
lm,agltA.e  how  happy 
avid  free  i  could  be 
if  I  did  all  I  could 
to  eiAjow  bel^vg  m,e\ 


I 

I 
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I 
I 

t 
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Oclcn  KctlcR  N^^riondit  Arc  Shoui 


The  1997  Helen  Keller  National  Art  Show, 
presenting  the  winning  entries  of  various  media  of 
art  by  children  across  the  country  who  are  visually 
impaired,  blind  and  deaf-blind,  began  its 
national  tour  in  April.  The  show  opened  in 
Salt  Lake  City.  Utah,  at  the  75th  Anniversary 
Conference  of  the  Council  for  Exceptional 
Children.  In  June,  the  tour  traveled  to 
Washington.  D.C.  where  it  was  on  display 
for  the  1997  National  Conference  on 
Deafblindness.  The  artwork  was  then  placed 
on  loan  to  each  child's  congressperson  or  senator 
for  one  year  before  returning  to  Alabama  for  the 
1998  Helen  Keller  Festival  in  Tuscumbia.  Alabama. 
The  artwork  will  be  sold  at  the  festival  with 
proceeds  going  to  finance  the  framing  and  tour  of 


the  1998  show. 

The  artwork  is  unique  with  emphasis  on 
creativity,  color  and  tactile  media.  The  Helen  Keller 
Art  Show  solicits  art  from  all  ages  of 
students  who  are  visually  impaired,  blind  or 
deaf-blind  in  public  and  residential  schools. 
The  show  is  sponsored  by  the  Division  of 
Visual  Impairments  of  the  CEC  and  the  Liz 
Moore  Low  Vision  Center  through  the  East 
End  Memorial  Foundation  in  Birmingham. 
Alabama.  For  information  on  purchasing 
artwork  or  entering  the  1998  show,  contact  Mary 
Lowery,  Liz  Moore  Low  >^sion  Center,  50  Medical 
Mark  East  Drive,  Birmingham,  AL  35235  or  coll 
205-838-3457.    •!• 
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h\\  in  f-he  Family  kludes.S^LINGS  TOO 

by  Nancy  Ann  Sherman,  MS,  Regional  Director,  Region  4A 

nnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnn 


At  the  1 997  National  Conference  on  DeafBlind- 
ness  held  in  Washington,  D.C  Norman  McCallum  and  I 
co-presented  a  concurrent  session  about  our  feelings  and 
experiences  as  siblings  of  people  who  are  deaf-blind.  My 
sister  Sara  Jane  is  31  years  old.  Norman's  brother  Jon  is 
32.  Both  of  our  siblings  are  deaf-blind  due  to  congenital 
rubella  syndrome. 

The  response  from  parents,  professionals,  and 
other  siblings  was  amazing!  The  one-hour  time  slot  allot- 
ted for  our  presentation  was  not  adequate  to  address  all 
the  issues  and  concerns  expressed  by  those  attending. 
Some  of  the  topics  raised  by  parents  included  sibling 
rivalry^  sibling  overprotectiveness  towards  their  brother 
or  sister  who  is  deaf-blind,  excessive  dependence  or 
demands  placed  on  non-handicapped  children,  social- 
ization inequalities  (number  of  friends  as  well  as  social 
opportunities)  between  siblings  who  have  handicaps  vs. 
those  who  don't,  and  the  futures  of  all  children  in  the 
family.  While  these  are  all  very  real  and  valid  concerns, 
they  are  actually  not  so  different  from  the  issues  faced  by 
families  who  do  not  have  a  child  who  is  deaf-blind. 
Norman  and  I  encouraged  parents  to  talk  with  parents  of 
families  in  which  there  are  no  children  with  handicaps.  If 
you  listen  to  the  concerns  raised  by  these  parents  about 
their  children,  you  will  hear  very  similar  issues  expressed. 

We  are  families  first.  We  just  happen  to  have  a 
person  in  our  family  who  is  deaf-blind.  Most  of  the 
concerns  expressed  by  parents  at  our  session  were 
"normal"  family  concerns.  They  may  be  a  bit  magnified 
because  of  the  presence  of  the  child  who  is  deaf-blind, 
but  they  are  still  within  the  "normal"  range.  Siblings  fight 
and  are  jealous  of  one  another.  Big  brothers  are  often  very 
protective  of  their  little  sisters.  Parents  tend  to  depend  on 
the  older  children  to  help  with  younger  ones.  Each  child 
in  a  family  is  different  and,  more  than  likely,  one  child  will 
be  more  outgoing  and  have  more  friends  than  the  other. 
All  parents  worry  about  their  children's  future. 

When  problems  arise  within  the  family,  parents 
should  step  back  and  look  at  the  situation.  Could  this  just 
be  "normal"  family  stuff?  Could  issues  around  deaf- 
blindness  be  contributing  to  the  problem?  Might  it  be  a 


little  of  both?  Our  experience  has  been  that  MOST 
situations  are  just  "normal"  family  stuff.  This  opinion 
was  echoed  by  audience  members.  If  parents  can 
remember  this  when  dealing  with  each  situation,  it  will 
probably  help.  This  may  sound  like  a  simple  solution 
to  a  seemingly  complex  problem.  But,  if  parents  keep 
the  lines  of  communication  open  between  themselves 
and  ALL  of  their  children,  they  will  become  a  great 
team  in  dealing  with  anything  that  arises. 


Siblings!  We  welcome  your  responses  to  the  family 
issues  discussed  in  this  column  -  sibling  rivalry,  over- 
protectiveness, etc.  Or,  if  you  would  just  like  to  get 
something  off  your  chest  or  share  a  sibling  story,  write 
to:  NFADB,  1 1 1  Middle  Neck  Road,  Sands  Point,  NY 
11050,  or  directly  to  me,  Nancy  Ann  Sherman, 
25449  Pecan  Road,  Pass  Christian,  MS  39571-9276 
or  FAX  me  at  601  -255-0708.  ♦ 

MICHAEL  EVWAKV  SHEHMAN^Jr. 
IS  HEREl 


Of\f 


ft48VMIKE  £r  PAKENTS  hJAhJCYAhJh}  AhJV  MCHAEL 
AHE  VOlhJQ  QREATI 


When  ehahnq  or  copying  information  and  art\c\ce  from 
our  newsletter,  please  credit  News  From  Advocates 
for  Peaf-Blind  as  the  source.  Thanks! 
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BROWSIN'IN  THE  BOOK  AISLE 


A  Case  About  Amy  by  R.C.  Smith;  $19.95,  T.J.  Publishers,  800- 
999-1168. 

The  parents  of  Amy,  an  expressive  deaf  child,  must  fight  to  have 
an  interpreter  in  Amy's  classroom.  The  school's  interpretation  of 
the  Individuals  with  Disabilities  Education  Act  (IDEA)  does  not 
allow  for  this.  Amy's  story  details  the  people  and  events  involving 
the  first  case  after  the  passage  of  IDEA  to  reach  the  Supreme 
Court 

Supporting  Young  Adults  Who  Are  Deaf-Blind  in  Their 
Communities  -  A  Transition  Ranninq  Guide  for  Sendee  Providers- 
Families  and  Friencfe  edted  by  Jane  M.  Everson,  Ph.D.;  $39,  Pm\ 
H.  Brookes  800^&^775. 

This  one-of-a-kind  handbook  focuses  on  the  irr^rtance  of  person- 
centered  planning  in  helping  individuals  who  are  deaf-blind  make 
the  transition  from  school  to  adult  life.  Discussing  case  studes 
throughout  demonstrate  how  to  provide  the  si^sports  essential  to 
successful  community  integration.  This  book  is  beneficial  to 
service  providers  who  will  use  it  as  a  practical  resource  to  cultivate 
effective  transitions  and  to  families  who  will  use  it  to  become  more 
Involved  in  the  transition  process. 

Brothers  &  Sisters-  A  Special  Part  of  Exceptional  Families 
Second  Edtion  by  Thomas  H.  Powell,  Ed.D  and  Peggy  Ahrenhold 
Gallagher,  Ph.D.  $23;  Paul  H.  Brookes  Publishing.  800-638-3775. 
TNs  book  is  a  great  mix  of  reliable  research  and  perc^tive  wisdom 
of  siblings  that  explores  the  unique  experiences  and  perspectives 
of  children  and  adults  with  disabilities.  Those  interviewed 
throughout  this  book  speak  openly  about  the  joys  and  challenges 
ttiey  face  everyday  at  home,  at  school  and  in  the  community, 
l^xlated  with  information  on  research  findings  on  siblings'  needs, 
their  adjusbnent  patterns,  and  family-oriented  services  available  in 
the  community.  This  book  also  offers  sensitive  insights  and 
practical  sbategies  for  sfanengthening   both  the  parent-chikJ  and 
sibling-sibling  relationship. 
Tihe  Mowing  pubBcatk)ns  are  wailaUe  from  American  Foundation 


for  the  Blind  Press,  11  Penn  Plaza,  New  York,  NY  10001;  212- 
502-7600  or  800-232-5463: 

When  You  Have  a  Visually  Handicapped  Child  in  Your  Classroom: 
Suggestions  for  Teachers.  2nd  Edition:  by  Iris  Torres  and  Anne  L. 
Com.  This  48  page  booklet  contains  practical  information  about 
blindness  for  professionals  and  parents.  Chapters  focus  such 
diverse  topics  as  incorporating  children  with  visual  handicaps  into 
classes  with  non-handcapped  peers;  special  devices;  common 
misconceptions  about  vision;  common  visual  conditions; 
definitions;  and  resource  information. 

Parenting  Preschoolers:  Suggestions  for  Raising  Voung  Blind  and 
Visually  Impaired  Children  by  Kay  Alicyn  Fenell.  Published  by 
American  Foundation  for  the  Blind  Press. 
This  book  provides  basic  information  to  parents  who  may  have  just 
found  out  that  their  child  is  blind  or  has  a  visual  impairment.  It 
talks  about  developmental  issues,  multiple  handicaps,  giv&<s 
helpful  and  practical  suggestions. 

You  Seem  Like  a  Regular  Kid  to  Me!  by  Anne  L.  Com,  Chris  M. 
Cowan,  Elaine  Moses.  This  booklet  is  about  Jane,  a  young  giri  who 
is  blind.  It  is  written  in  question  and  answer  format  dealing  with 
everyday  topics  and  helpful  hints  for  interacting  with  her  and 
children  like  her.  Easy  to  read,  insightful;  black  and  white  photos. 

The  National  Agenda  for  the  Education  of  Children  and  Youths  with 
Visual  Impaimnents.  Including  Those  with  Multiple  Disabilities,  bv 
Anne  L.  Com,  Phil  Hatlen,  Kathleen  Huebner,  Frank  Ryan  and 
Mary  Ann  Siller.  This  booklet  sets  forth  a  vision  and  plan  of  action 
for  the  future  of  the  education  of  children  who  are  blind  or  visually 
impaired,  as  well  as  those  who  have  additional  dsabilities.  Eight 
national  agenda  goal  statements  are  listed  and  discussed. 


NEW  RESEARCH  SUGGESTS  CAUSE  FOR  RHEUMATOID  ARTHRITIS  IN  MOTHERS 

Nancy  O'Donnell,  Rubella  Survey  Coordinator,  Helen  Keller  National  Center 


For  the  past  nine  years,  we  have  been  documenting 
cases  of  late  onset  medical  problems  in  adults  who  are  deaf- 
Uind  due  to  congenital  rubella  syndrome  (CRS).  Over  the  years, 
several  mothers  raised  the  possibility  of  long-term  side  effects  to 
themselves,s^cc^c33\y  in  regard  to  arthritis  and  joint  problems. 

According  to  an  article  published  in  Newsday 
(7/22/97),  researchers  seem  to  have  found  a  link  between  fetal 
cells  left  behind  in  a  mother's  blood  and  the  development  of 
serious  diseases  such  as  scleroderma  and  rheumatoid 
arthritis.  According  to  Dr.  Diana  Bianchi,  head  of  pediatric 
genetics  at  Tufts  New  England  Medical  Center  in  Boston,  it  was 


discovered  several  years  ago  that  leftover  white  blood  cells 
from  a  baby  can  stay  in  the  mother's  bloodstream  for  as 
long  as  27  years.  Now,  new  research  indicates  that  these 
foreign  cells  may  be  triggering  a  number  of  auto-immune 
diseases  in  susceptible  women.  The  babies'  cells  can  be  found  in 
the  mother's  bloodstream  as  early  as  7  weeks  into  the  pregnancy 
and  they  can  persist  for  decades.  They  are  easier  to  detect  if  the 
child  is  male  because  of  the  telltale  male  'Y'  chromosome.  Fetal 
cells  can  persist  even  if  fetuses  were  aborted  early. 

Moms  -  we  are  interested  in  your  reactions  to  this  research.    ♦ 
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Enclosed  is  $ 


LIVING  HONOR  GIFT,  MEMORIAL,  OR  CONTRIBUTION  TO 
The  National  Family  Association  For  Deaf-Blind 

given  as  a  contribution  or  as  a  gift  in  honor  or  memory  of 


G   Living  Honor  -  A  tribute  to  someone  you  wish  to  honor  while  they  are  present  to  enjoy  your  thoughtfulness. 
G  Memorial  -  A  gift  in  honor  of  someone  who  has  passed  on.  The  notice  of  this  thoughtfulness  will  be  sent  to 

whomever  you  specify. 
G  Mary  Margaret  O'Donnell  Memorial  Fund  -  established  in  memory  of  our  former  president. 
G  Contribution  -  to  NFADB  to  be  used  as  needed. 

All  honors,  memorials  and  contributions  are  tax  deductible  and  are  used  to  further  the  goals  and  activities  of 

NFADB. 
Please  send  a  note  about  this  gift  to: 


NAME: 


ADDRESS: 
CITY: 


STATE: 


ZIP: 


aVEN  BY:. 

ADDRESS:  _ 
CITY: 


STATE: 


ZIP: 


Send  this  form  with  your  donation  to:  NFADB,  111  Middle  Neck  Road,  Sands  Point,  NY  11050. 


(President'*  Report  continued  from  page  1) 

year!  We  had  to  explain  to  the  teacher  that  he  may 
never  get  any  faster  because  of  his  CP,  but  that  doesn't 
mean  that  he  isn't  learning  anything.  Throughout  last 
year,  Candy  and  I  kept  giving  the  teacher  and  aide 
different  adaptations  to  help  Adam  learn,  but  they  did 
not  use  our  suggestions. 

The  outcome  of  Adam's  lEP  meeting  was  that 
the  school  recommended  placing  Adam  in  a  class  with 
slower  learning  children  so  he  would  have  more  time 
to  process  everything.  They  didn't  understand  that 
Adam  is  learning  at  the  same  pace  as  the  other  kids  in 
his  class  -  he  just  needs  more  time  to  answer.  The 
teacher  and  the  aide  need  to  allow  him  this  time. 

I  am  keenly  aware  of  the  huge  amount  of 
information  and  resources  available  to  professionals 
working  with  those  who  are  deaf-blind.  Yet  it  seems 
that  one  of  the  biggest  barriers  to  applying  this 
information  in  the  classroom  is  that  the  very  people 
who  need  this  information  are  not  the  ones 
attending  these  conferences  and  workshops! 

The  revised  Individuals  with  Disabilities 
Education  Act  (IDEA)  mentions  only  one  disability  by 
name  -  deaf-blindness.  This  came  about  as  a  result  of 
parents,  professionals  and  individuals  with  deaf- 
blindness  educating  our  legislators  about  this  unique 


disability.  On  the  local  level,  we  find  ourselves  doing 
the  same  thing  -  educating  school  personnel  who 
directly  work  with  our  children  to  seek  out  more 
information  on  how  to  teach  our  children. 

The  national  conference  was  a  great 
opportunity  to  learn  about  legislation  and  current /best 
practices  across  the  country.  The  challenge  now  is  to 
get  these  practices  applied  to  our  children's  programs. 
We  need  to  support  each  other  in  this  endeavor, 
continue  to  share  information  with  each  other  and 
vigorously  use  whatever  resources  are  already  out 
there. 

DB-LINK  is  a  free  national  clearinghouse  for 
information  about  deaf-blindness.  One  of  NFADB's 
priorities  in  the  upcoming  year  is  to  work  with  DB- 
LINK  to  promote  its  use  among  families.  We  will  also 
continue  to  use  the  newsletter  to  educate  parents  and 
professionals.  And  if  you  have  a  story  of  how  you've 
successfully  advocated  for  your  child,  let  us  hear  from 
you.  Together  we  can  make  a  difference  for  our  kids. 

flaipA 

DBLink's  address  is  345  N.  Monmouth  Avenue, 
Monmouth,  OR  97361;  telephone  800-438-9376;  TTY 
800-854-701 3;  or  fax  503-838-81 50. 
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Sleep-Wake  Disorder  Study 

INDIVIDUALS  WHO  ARE  BLIND  AND  HAVE  SELF-INJURIOUS  BEHAVIOR 

by  Ann  R.  Poindexter,  M.D. 


(Editor's  note:  Among  the  many  notices  we  receive  in 
preparation  for  putting  together  this  newdetter,  some  are 
taken  off  the  Internet.  This  information  on  sleep-wake 
disorders  was  of  particular  interest  to  us  because  of  the 
many  reports  from  parents  with  children  of  all  ages  with 
who  exhibit  sleep  problems.  We  contacted  Ann  Poindexter 
in  North  Dakota  and  she  provided  t/ie  following 
information  about  her  project.  We  hope  to  have  Ann  write 
an  article  for  us  in  the  future  as  her  project  progresses.) 

I  am  interested  in  putting  together  a  series  of 
individuals  who  have  mental  retardation  (usually 
severe  or  profound),  are  blind  with  no  light 
f>erception,  and  have  significant  self-injurious 
behavior.  As  many  of  you  folks  know,  this  is  an 
extremely  challenging  group  of  people  to  work  with. 
Many  are  still  living  in  institutions.  In  my  experience, 
which  is  extensive,  many/most  of  these  individuals 
have  significant  sleep  disorders,  with  disturbances  of 
sleep-wake  patterns  associated  with  lack  of 
entrainment  ('fit')  to  a  24-hour  day.  Persons  who  are 
blind  in  the  "real  world"  have  problems  with  sleep  for 
this  reason,  as  do  people  in  Antarctica,  northern 
Scandinavia,  etc.  This  is  called  "Big  Eye."  In  the  folks 
we  serve,  this  is  evidenced  by  an  increase  in 
maladaptive  behaviors,  particularly  self-injurious 
behavior  (SIB),  when  the  individual's  day  does  not  fit 
society's  day.  This  makes  for  a  cyclic  pattern  to  the 
behavioral  difficulties.  I've  seen  these  folb  diagnosed 
as  "psychotic  disorders  NOS,"  "bipolar  disorder" 
and/or  autism.  I  also  have  data  on  two  individuals 
who  are  both  blind  and  deaf  who  basically  have  a 
totally  irregular  sleep-wake  pattern,  similar  to  that  of 
a  small  infant.  This  is  really  rare!  The  treatment  for 
both  of  these  sleep  disorders  DOES  NOT  INVOLVE 
DRUGS,  but  involves  excellent  sleep  hygiene,  regular 
routines  365  days  a  year. 

I  have  had  pretty  good  luck  with  treating  these  folks 
with  strict  sleep  hygiene  measures,  which  is  what 
would  be  prescribed  for  us  at  sleep  centers  if  we  had 


the  same  problem.  I  would  like  to  put  together  as 
large  a  series  as  possible.  These  disorders  are  said  to 
be  rare  in  the  general  population,  but  are  much  more 
common  in  the  people  with  blindness  who  we  serve. 

IN  THIS  PROJECT,  my  goal  is  to  enroll  fifty 
individuals  with  mental  retardation  and  significant 
self-injurious  behavior  who  are  also  blind  with  no 
demonstrable  light  perception,  Basic  demographic 
data  will  be  compiled  for  each  person.  The  first  phase 
of  the  project  will  involve  carefully  assessing  available 
sleep  data  for  these  persons  with  a  minimum  data  set 
of  three  months,  but  preferably  six  months  or  more. 
The  actual  pattern  of  nightly  sleep  will  be  assessed 
when  at  all  possible,  rather  than  just  average  hours  of 
sleep  over  periods  of  time.  I  will  be  glad  to  personally 
do  the  graphing  for  the  sleep  data. 

The  second  phase  of  the  project,  which  will  involve 
permission  and  cooperation  from  each  person's 
interdisciplinary  team/significant  others,  will  be  to 
utilize  standard  sleep  hygiene  measures  in  an  attempt 
to  improve  and  regularize  sleep  patterns.  Information 
on  this  process  and  continuing  consultation  will  be 
provided.  The  third  phase  of  the  project  will  involve 
assessment  of  the  impact  of  improved  sleep  patterns 
on  frequency,  intensity  and  patterns  of  self-injurious 
behavior,  as  well  as  any  changes  in  measured  aspects 
of  quality  of  life. 

Believe  me,  we  can  devise  ways  of  helping  these 
people.  Even  if  no  one  has  told  us  that  these  people 
who  are  blind  and  self-injurious  have  sleep  problems, 
I'm  virtually  positive  that  almost  all  of  them  do.  Let's 
help  stamp  out  "Big  Eye." 

I  can  be  contacted  at  1024  Clifton  Street,  Conway, 
AR  72032;  phone  501-329-8488;by  fax  at  501-36- 
9831;  or  E-mail:  dapoinC^cyberback.com'f 
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Oisplay  Pride  in  NFAP^  with  AUTHENTIC  LOGO  ITEMS' 


T-shirts 

Circle  logo  choice:  Large-full  front  or  Small-chest  side 
100%  Cotton  Adult  T-Shirt  -  Brick  color  with  white 
NFADB  logo 

S  M  L  XL@$12each  =  $ 


Bumper  Stickers 

bumfjer  stickers 


$1.50  each  =  $ 


XXL 


XXXL@$14each=  $ 


50/50  T-shirt  -  white  with  brick  color  NFADB  logo 

S  M  L  XL@$10each  =  $ 


XXL 


XXXL@$12each  =  $ 


(no  shipping  costs  for  bumper  stickers  only) 
Magic  Mugs  (Changes  with  Hot  Liquids) 
$6.50  each  =  $ 


Subtotal  of  all  items  $ 
plus  $3.50  shipping*  $ 
Total  order  $ 


3.50 


Adult  Sweatshirt  -  White  with  brick  color  NFADB  logo 

S  M  L  XL@$18each  =  $ 


XXL 


XXXL  @  $20  each  =  $ 


Youth  T-Shirt  -  White  (Large  Logo  Full  Front  only) 

S M L XL  @  $8  each  =  $ 

Youth  Sweatshirt  -  White  (Large  Logo  Full  Front  only) 

M L  @  $16  each  =  $ 

Canvas  Tote  Bags  -  Cream  color  with  brick  logo 

S  (10"x  14")  @  $8  each  =  $ 

M  (10"  X  14"  /  5"  gusset)  @  $1 2  each  =  $ 

L  zippered  (1 5"/  22"/  5"  gusset)  @  $1 6  each  =  $  _ 


Please  send  this  form  with  your  name,  address,  telephone 
number  and  check  or  money  order  payable  to  'NFADB' 
to:  NFADB,  1 1 1  Middle  Neck  Road,  Sands  Point,  NY 
11050. 

Name: 

Address: 

Phone: 

(For  orders  over  $20  please  inquire  for  additional  shipping 
charges.  Call  1 -800-255-041 1 ,  ext.  275.) 
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•CHECK  IT  OUT 

Products,  services  or  activities  listed  ir)  News  For 
Advocates  for  Deaf-Blind  do  not  imply 
endorsement  by  NFADB,  HKNC  or  Hilton/Perkins. 
They  are  provided  for  informational  purposes  only. 

•  UNDERSTANDING 
DEAFBUNDNESS  COURSES 
OFFERED  ON  THE  INTERNET 

The  Great  Lakes  Area  Regional 
Center  for  Deafblind  Education 
offers  a  three-course  curriculum  via 
the  Internet.  One  class  will  provide 
an  overview  of  deaf-blindness 
including  etiologies  and  strategies  for 
teaching;  the  second  includes  a 
study  of  communication  methods, 
modes  and  strategies;  the  third  class 
focuses  on  purposeful  movement 
and  communication,  concept 
development,  and  orientation  and 
mobility  techniques  among  other 
topics. 

Students  must  have  access  to 
an  Internet  account  and  a  computer 
that  can  browse  the  world  wide 
web.  Contact:  Helen  Sutherland, 
SSCOnline,  665  E.  Dublin- 
Granville  Road,  Ste  #100, 
Columbus,  OH  43229;  phone  614- 
785-1163;  fax  614-785-0513;  they 
can  also  be  reached  at  their  e-mail 
address:  Helen@ssco.esu.k1 2.(^.us 

./  CD-ROM  DIRECTORY 

AVAILABLE 

The  American  Foundation  for  the 
Blind  announces  the  availability  of  a 
print  and  CD-ROM  version  of  the 
Directory  of  Services  for  Blind  and 
Visually  Impaired  Persons  in  the 
United  States  and  Canada.  It 
contains  more  than  3,000  local, 
state,  provincial  and  national 
services  for  consumers  and  their 
families  in  the  areas  of  education, 
rehabilitation,  low  vision  and 
services  for  the  aging.   Public  and 


private  organizations  are  included. 
The  cost  is  $1 50  for  the  CD-ROM 
with  hardback  book.  Shipping/ 
handling  costs  per  copy  -  $8 
domestic,  $10  foreign. 
Contact:  AFB  at  1-800-232-3044 
or  fax  212-502-7774,  or  mail 
payment  to  AFB  Press,  Customer 
Service,  11  Penn  Plaza,  Suite 
300,  NY,  NY  10001. 

•  IF  YOU'RE  CAUGHT  UP  IN  THE 
'WEB../' 

here  are  some  interesting  places  to 

visit: 

New  Mobility  Magazine  features 

articles      about      people      with 

disabilities    and    links    to    other 

disability  related  web  sights: 

http://www.newmobility.com 

For  information  on  assistive 
technology  for  early  childhood 
development  and  school  age 
sfudenfs:  http://www.edc.org/ 
FSC/NCIP/LibraryJNDEX.html 

The  Disability  Rights  Activist/ 
What's  Hot  Now  highlights  current 
legislative  issues  and  action 
alerts:  http://www.teleport.com/ 
~abarhydt/ 

B^  IT'S  A  DATE 

D^  October  9-10,  1997 
Supported  Life  '97:  "Actions  of 
Inclusive  Communities" 
Location:      Red     Lion      Hotel, 
Sacramento,  CA 

This  conference  is  for  all  people 
interested  in  inclusive  communities. 
Topics  included  will  be  behavioral 
support,  employment,  cultural 
diversity,  community,  family 
supports,  relationships  and  school, 
living  arrangements  and  personal 
power. 


Contact::  Supported  Life 
Institute  Office,  2625  Hurley 
Way,  Suite  105,  Sacramento,  CA 
95825;  phone  916-263-1153;  fax 
916-263-1155. 

D^  October  10-12,  1997 

Deaf -Blind      Multihandicapped 

Association  of  Texas'  25th  Annual 

Family  Conference 

Camp  John  Marc,  Morgan,  TX 

Contact::    DBMAT  at   972-287- 

1904 

'^  October  27-29,  1997 

Texas     Planning     Council     for 

Developmental  Disabilities 

Community  Now!  Inclusion  Can't 

Wait! 

Location:      Doubletree      Hotel, 

Austin,  TX 

Contact::  Texas  Planning  Council 

for  DD,  4360  S.  Congress,  Suite 

102,   Austin,   TX   78745;   phone 

512-424-4096. 

P^  May  1  &  2,  1998 
National  Australian 
Deafblindness  Conference 
"Facing  the  Future" 
Melbourne,  Australia 
This   conference    is   for   parents, 
families,  professionals  and  others. 
Contact  the  Austalian  DeafBlind 
Council       at       P.O.       Box      9 
Hawksburn  VIC  3142;  phone  03- 
9827-6733;  fax  03  9827-8960. 


-"Instead  of  saying  "We  need  to  take 
care  of  them"  say  "We  need  to  work 
with  them  so  they  can  take  care  of 
themselves." 

-  Ed  Roberts 
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BEHINP  THE  SCENES  WITH  NFAP& 


THE  REGIONAL  FORUM 


AUPREY  KNOWLES.  REGION  1.  CT  MA  ME  NH  Rl  VT 
Phone '  203-272-7375 

The  Spring  was  very  busy  for  parents  from  the 
Northeast.  In  April,  the  New  England  Regional  Center 
held  a  very  informative  weekend  for  parents  from 
Connecticut,  Massachusetts,  Maine  and  New 
Hampshire.  It  was  held  on  Cape  Cod,  which  gave 
everyone  a  nice  change  of  scenery.  I  really  enjoyed 
being  invited  to  attend  and  was  very  happy  to  hear 
how  active  the  parents  are  in  their  respective  states. 
They  have  promised  to  share  some  of  the  good  things 
they  are  doing  with  us . 

Many  parents  and  professionals  from  Region  1 
attended  the  National  Conference.  It  was  a  great 
conference  and  we  came  back  with  lots  of 
information. 

The  International  CHARGE  Association  Conference 
was  held  in  Newton,  MA,  from  July  25-2 7th.  Many  of 
our  states  have  had  or  are  having  family  picnics  and 
outings.  If  anyone  knows  of  anything  coming  up, 
please  let  me  know. 

BARBARA  CAUPILL,  REGION  3.  PC  PE  MP  PA  VA  WV 
Phone  -  302-656-8481 

The  weekend  of  May  17-18  was  a  beautiful  one  for 
the  second  annual  Delaware  Deafblind  Weekend. 
A  variety  of  workshops  were  held  including  a 
parent  discussion  group  that  I  facilitated.  Saturday 
evening,  many  parents  spent  time  on  the  boardwalk 
enjoying  the  rides,  food  and  games. 

The  big  event  for  NFADB  was  the  recent  National 
Conference.  While  there,  I  became  acquainted  with 
parents  from  our  region.  I  hof^e  to  hear  from  those  I 
met  at  this  conference  along  with  other  parents  and 
professionals  from  Region  3.  Peace  and  happiness  to 
all  -  until  we  meet  again. 


NANCY  ANN  SHERMAN,  REGION  4A.  AL  PL  GA  MS 
Phone  -  601-255-0708 

A  SPECIAL  DELIVERY  arrived  at  our  house  on  July 
6* .  His  name  is  Michael  Edward  Sherman  (7  lbs.  14 
oz.)  and  we  are  very  excited  to  have  him!  He  is  our 
first  child  and  the  first  grandchild  for  my  parents, 
Frank  and  Jimmie  Campbell. 

It  was  really  great  to  see  Region  4A  so  well 
represented  at  the  National  Conference  on 
Deafblindness.  For  me,  it  was  an  opportunity  to  see 
some  old  friends  and  to  finally  have  some  new  faces 
to  go  with  names. 

In  Mississippi,  Nancy  Batson,  Project  Director  for 
Mississippi  Services  for  Children  and  Young  Adults 
with  Deafblindness,  was  a  participant  at  the  South 
Central  Association  for  the  Education  and 
Rehabilitation  of  the  Blind  and  Visually  Impaired 
(SCAER)  conference  in  June.  Nancy  served  on  a  panel 
and  discussed  issues  in  deaf-blindness.  Some  very 
valid  points  made  by  Nancy  were: 

1 .  Due  to  the  low  incidence  of  deaf-blindness,  there 
is  a  need  for  early  identification  and  services. 

2.  Because  of  the  uniqueness  of  each  individual  who 
is  deaf-blind,  both  administrators  and  teachers  need 
training  and  technical  assistance  to  assist  in  providing 
meaningful  outcomes. 

3.  The  main  concerns  revolve  around  providing 
individuals  with  deaf-blindness  and  their  families 
choices,  options  and  necessary  supports. 

Mississippi  Services  for  Children  and  Young 
Adults  with  Deaf-Blindness  co-sponsored  "Building 
Partnerships,"  a  two-day  conference  for  parents, 
families  and  service  providers  on  building 
partnerships  to  assure  optimum  outcomes.  The 
conference  was  held  in  Olive  Branch,  Mississippi  on 
July  18  and  19. 

The  first  of  three  regional  meetings  in  Mississippi 

to  identify  and  prioritize  the  needs  of  agencies, 
families  and  programs  who  serve  children  and  young 
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adults  with  deaf-blindness  and  who  may  have 
additional  disabilities  such  as  cognitive,  motor 
disabilities  and  medical  conditions  was  held  July  1 7 
in  Oxford,  MS.  Kathy  McNulty,  Area  Director  from 
National  Technical  Assistance  Consortium  (NTAC), 
and  Sandi  Baker,  Technical  Assistance  Specialist, 
were  among  those  who  attended.  For  information  on 
future  regional  meetings,  contact  Nancy  Batson, 
Mississippi  Services  for  Children  and  Young  Adults 
with  Deaf- Blindness,  University  of  Southern 
Mississippi,  Department  of  Special  Education,  Box 
5115,  Hattiesburg,  MS  39406-5115,  or  at  1-800- 
264-5135. 

Georgia  celebrated  Deaf-Blind  Awareness  Week  in 
June  with  a  special  program  that  was  run  by  parents. 
Teacher  of  the  Year,  Special  Service  Provider  of  the 
Year,  and  Deaf-Blind  Consumer  of  the  Year  were 
recognized.  In  addition.  Bob  Green  was  given  a 
special  recognition  award  for  his  work  with  parents. 
Parent  Gail  Keeton  was  Mistress  of  Ceremonies. 
Governor  Zell  Miller  signed  a  proclamation. 
Following  the  awards,  Toni  Shackleford,  the  parent  of 
a  child  who  is  deaf-blind,  and  Meredith  Tyree,  a 
consumer,  spoke  on  their  experiences. 

In  July,  Georgia  held  their  Summer  Institute  which 
provides  a  comprehensive  overview  of  deaf- 
blindness.  The  institute  Is  part  of  the  Deaf-Blind 
Masters  Program  and  included  parents  and  teachers 
from  Georgia  and  other  states.  The  Georgia  Deaf- 
Blind  Project  will  hold  four  trainings  per  year.  These 
are  free  to  parents.  For  more  information,  call 
Doug  Mcjannet  at  1-800-597-2356. 

The  Florida  Deaf-Blind  Project  will  hold  two 
workshops  in  September.  The  first  will  be  in  Panama 
City  Beach.  Diane  Haynes  and  Jennifer  Grisham- 
Brown's  topic  will  be  discussing  Communication. 
Free  child  care  will  be  provided  and  scholarships  are 
available  for  accommodations  and  meals.  June 
Downing,  Assistant  Professor  of  Special  Education  at 
California  State  North  Ridge,  will  discuss  Integrated 
Service  Delivery  at  the  second  workshop  in  Daytona 
Beach. 

Alabama  Deaf-Blind  Multihandicapped 

Association  held  a  state  meeting  in  Tuscumbia  on 


June  28'  in  conjunction  with  the  annual  Helen 
Keller  Festival.  Ron  Cyphers  from  Louisiana  spoke 
on  foster  care  for  children  with  special  needs.  The 
members  also  attended  the  opening  night  of  the 
"Miracle  Worker"  on  the  grounds  of  Ivy  Green,  the 
arts  and  crafts  festival,  and  the  parade.  Grand 
Marshall  for  the  parade  this  year  was  Joe  McNulty, 
Director  of  the  Helen  Keller  National  Center  and 
Special  Advisor  for  NFADB. 

There  are  a  lot  of  exciting  opportunities  for  parents  in 
our  region.  If  you  missed  a  workshop  or  activity,  or 
cannot  attend  any  of  those  scheduled  in  the  future,  I 
urge  you  to  contact  the  person  responsible  in  your 
state.  They  may  be  able  to  send  you  information. 

HENRI  CLARK.  REGION  43,  KY  NC  5C  TN 
Phone  61 5-645-11 38 

In  looking  at  the  upcoming  schedule,  the  summer 
and  fall  promise  to  be  very  exciting.  The  following 
activities  will  be  taking  place  in  Region  4B  -  TN,  KY, 
NC  and  SC.  If  you  know  of  any  other  conferences, 
please  let  me  know! 

Date:  September  13,  1997 

TENNESSEE  STATEWIDE  WORKSHOP  (for  teachers, 

parents  and  other  professionals  serving  children  who 

are  deaf  or  hard  of  hearing) 

Location:  Tennessee  School  f/t  Blind,  Nashville,  TN. 

Contact:    615-231-7300    A    limited    number    of 

scholarships  are  available  for  families.  Contact  Ms. 

Moniz  at  423-697-4421. 

Date:  September  25-27,  1997 

TENNESSEE  ASSOCIATION  OF  THE  EDUCATION 

OF  YOUNG  STUDENTS  WITH  DISABILITIES 

Contact:  423-755-2850 

In  SOUTH  CAROLINA: 

Date:  September  22-23,  1997 

TRANSITION     CONFERENCE    FOR     DEAFBLIND 

INDIVIDUALS 

Location:   Sheraton   Hotel,    1-20   Bush   River  Rd., 

Columbia,  SC 

Contact:  Suzanne  Swaffield,  Education  Associate,  SC 

Dept.  Of  Education  803-734-8222 
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LINDA  SYLER.  REGION  5,  IL  IN  OH  MI  MN  WI 
phone  -  330-832-8251);  fax  -  330-832-1348); 
e-mail-  sylar@sssnet.com 

Hi!  I'm  your  new  Regional  Director.  I  live  in 
Massillon,  Ohio  with  my  husband  Jim,  our  son  Jay, 
22,  daughter  Jennifer,  21,  and  our  dog  Klinger,  6 
years  old.  Jennifer  just  graduated  from  high  school 
and  is  now  attending  the  Helen  Keller  National 
Center  for  evaluation  and  training. 

May  and  June  were  hectic  months  in  my  house  with 
two  graduations,  the  National  Conference  on 
Deafblindness,  and  vacation.  I  was  pleased  to  meet 
and  converse  with  a  few  parents  and  professionals 
from  Region  5  at  the  conference. 

In  Ohio,  the  first  video  resume  for  employment  was 
finished  with  assistance  from  Emily  Taylor-Snell.  The 
format  and  filming  were  done  by  the 
Telecommunication  Dept.  of  Washington  High 
School  in  Massillon.  The  faculty  and  students 
involved  in  the  project  did  a  fantastic  job.  The  format 
can  be  used  in  a  number  of  different  situations. 
Anyone  interested  in  the  how-tos  of  this  project  can 
contact  me  directly. 

I'm  really  looking  forward  to  being  your  NFADB  rep! 
Over  the  next  1 8  months,  I  hope  to  meet  with  many 
of  you  as  I  travel  to  various  states  in  the  region.  Letters 
will  be  going  out  to  the  various  state  projects  over  the 
summer.  If  there  are  any  parent  meetings  being 
planned  over  the  next  year,  please  notify  me  as  soon 
as  possible. 

KURT  KAVANAUGH,  REGION  7,  lA  K5  MO  NE 
Phone  816-333-8459;  fax  816-333-3369. 

What  a  tremendous  conference  we  just  attended!  Of 
course,  you  know  that  I'm  talking  about  the  2" 
National  Conference  on  Deafblindness  in 
Washington,  D.C.,  June  6-9th.  It  was  an  intensive 
four  days  of  learning  and  networking  .  I  was  able  to 
meet  personally  with  some  of  our  region's  NFADB 
members  and  connect  with  parents  from  around  the 
country. 

The  first  NFADB  annual  business  meeting  was  a 

success.  Thank  you  for  reelecting  me  to  serve  as  your 


regional  director  for  another  two  years.  It  was  exciting 
and  encouraging  to  see  our  organization  active  and 
thriving  during  our  luncheon  meeting.  NFADB 
distributed  an  interest  survey  to  all  the  members 
present.  I  should  have  the  results  of  the  survey  to  you 
by  our  next  newsletter.  This  feedback  will  give  your 
board  members  direction.  Finally,  I  want  you  to  know 
how  terrific  it  was  to  see  an  entire  roomful  of  NFADB 
members.  The  power  of  all  these  family  members  in 
one  place  was  awesome! 

After  the  conference,  my  wife,  Stephanie,  and  I  got  a 
chance  to  call  on  our  Senators  and  Representative. 
We  were  nervous  at  first  but  after  we  spoke  to  the 
various  aides  about  the  importance  of  continued 
funding  for  deaf-blind  education  and  services  (and 
showed  them  pictures  of  Tyler),  we  actually  enjoyed 
ourselves!  They  seemed  genuinely  interested  in  our 
views  and  we  hope  it  will  make  a  difference.  I  look 
forward  to  another  term  with  NFADB  and  serving  you 
in  any  way  that  I  can! 

CARRIE  MA5TEN,  REGION  10.  AK  IP  OR  WA 
Phone/fax  -  206-397-0715 

Alaska  -  Hey  Sara  and  Marilyn!  When  can  I  come 
back  and  visit?  I  was  delighted  to  see  my  friends  from 
Alaska  at  the  conference  in  D.C.  ("friends"  may  be  a 
bit  presumptuous  of  me  -I  had  only  met  many  of 
them  once,  but  they  feel  like  old  friends.)  When  I  was 
in  Anchorage  in  February  there  was  considerable  talk 
of  organizing  a  parent  group.  Unfortunately,  the  vast 
territory  creates  somewhat  of  an  obstacle  for  personal 
connections.  E-mail,  letters,  and  phone  calls  are 
certainly  an  option.  Anyone  with  better  ideas,  please 
call  me,  Sara  or  Marilyn  at  the  Special  Education 
Service  Agency  at  907-561-7372. 

Idaho  -  Robin  Greenfield  and  I  were  able  to  grab  just 
a  few  minutes  with  each  other  at  the  national 
conference,  but  we  were  able  to  express  a  mutual 
desire  to  bring  parents  together.  We  are  in  the 
preliminary  planning  stages  of  organizing  a  gathering. 
Anyone  out  there  in  Idaho  interested  in  being 
involved,  please  call  me  at  425-335-3411  or  Robin 
at  208-364-4012. 

Oregon  -  I  was  delighted  to  spend  a  few  spring  days 
in   Salem   getting   to    know   educators  and   family 
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(Continued  from  page  18) 

members  involved  in  serving  individuals  with 
deaf-blindness.  I  attended  Kat  Stremel's 
workshop  (Incorporating  Communication  into 
Daily  Routines)  and  met  teams  from  around  the 
state.  I  was  also  fortunate  to  have  the  opportunity 
to  speak  to  members  of  the  project's  working 
advisory  group.  This  group  of  dedicated 
professionals,  parents,  consumers  and  educators 
work  under  the  leadership  of  jay  Gense, 
Coordinator,  Oregon  Project  for  Services  to 
Children  with  Deaf-Blindness,  to  help  guide  the 
project's  direction.  My  purpose  in  being  there 
was  to  discuss  the  need  for  parent  involvement 
and  parent  support  groups  in  Oregon.  I  was 
preaching  to  the  choir  on  this  one  -  this  group 
already  knows  that  a  parent's  input  is  vital  to  the 
success  of  the  child.  There  is  a  concerted  effort  to 
assemble  parents  and  formalize  a  parent  support 
group.  If  any  of  you  are  interested,  please  give  me 
a  call.  We  are  in  the  process  of  inviting  Steve 
Perreault  from  the  Hilton/Perkins  Program  to 
Oregon.  He  has  been  instrumental  in  helping 
parents  develop,  incorporate  and  sustain  support 
organizations. 

Washington  -  Looking  for  fun  people,  free  food 
and  great  camaraderie?  Be  in  Bremerton  on 
August  1 6th  for  the  annual  Parents  and  Friends 
Together  for  Deaf-Blindness  Picnic.  For  details, 
please  call  Sandra  Barrett  at  360-698-1797. 

Seattle's  Deaf  Connection  recently  received  a 
distinguished  honor. Thanks  to  Christopher 
Opie,  President,  and  his  entourage,  this 
organization  was  selected  by  Gallaudet's  Pre- 
College  National  Mission  Program  to  implement 
the  Shared  Reading  Project.  This  project  was 
designed  to  provide  families  with  the  tools  and 
encouragement  needed  to  help  them  read  to 
their  children  who  are  deaf,  hard-of-hearing  and 
deaf-blind.  Howie  Seago  will  be  coordinating  this 
endeavor  which  will  send  fluent  signers  into  the 
homes  of  families  with  young  children  who  are 
deaf  and  deaf-muiti handicapped  to  teach  parents 
how  to  read  stories  effectively  using  American 
Sign  Language.  For  more  information  on  this 
extraordinary  crusade,  contact  Deaf  Connection  at 
4022  Sunnyside  Avenue  N.,  Seattle,  WA  981 03.    4* 


MINUTES  OF  THE  NFADB 

GENERAL  MEMBERSHIP 

BUSINESS  MEETING 

JUNE  8, 1997 
WASHINGTON,  D.C. 

President    Ralph    Warner,    PA, 

called  the  luncheon  meeting  to 
order  at  12:30  p.m.  President 
Warner  welcomed  the 

membership  and  guests  and 
introduced  the  NFADB  Board 
Members  and  Special  Advisors. 
He  gave  a  brief  historical  overview 
of  NFADB. 

Because  this  was  NFADB's  first 
general  membership  meeting, 
there  were  no  previous  minutes  to 
approve.  Three  handouts  were 
made  available  to  all  present:  the 
Meeting  Agenda,  a  Financial 
Report  and  a  Member  Interest 
Survey.  Lunch  was  provided. 

The  next  order  of  business  was  the 
financial  report  given  by  treasurer 
Mary  Lou  Guisinger,  Ml.  The  cash 
balance  in  the  NFADB  checking 
account  as  of  June  6,  1997  was 
$14,092.21.  Motion  to  accept  the 
financial  report:  Peg  Pedersen,  IL; 
seconded:  Nancy  Wenlock,  CO. 
Motion  carried. 

Activity  reports  from  Standing 

Committees  were  given  as 

follows: 

By-Laws  Review:  Peg  Pedersen, 

Chair 

Conference:  Kurt  &  Stephanie 

Kavanaugh,  MO,  Chairs 

Incorporation:  Ralph  Warner, 

Chair 

Education  &  Information:  Carrie 

Masten,  WA 

Newsletter:  Pat  McCallum,  TX, 

Chair,  &  Nancy  O'Donnell,  NY, 

Editor 

Noniinations  &  Board 

Development:  Barbara  Caudill, 

DE,  Chair 

Public  Relations:  Clara  Berg,  NY, 

Chair 


Membership  Subcommittee: 
Carrie  Masten,  Chair 
Regional  Director  Coordination: 
Barbara  Ryan,  CA,  Chair 
Team  Leaders:  Barbara  Caudill, 
Nancy  Ann  Sherman,  MS,  and 
Carrie  Masten  re-introduced  the 
Regional  Directors  in  their 
respective  teams. 

Old  Business  was  a  review  of  the 

1 996-97  goals  by  Vice-President 

Peg  Pedersen.  New  Business  was 

the  nomination  and  confirmation 

by  the  membership  of  Board 

Members  for  the  1 997-99  term  of 

office.  The  uncontested  slate 

was: 

Vice-President:  Peg  Pedersen 

Secretary:  Patricia  McCallum 

Region  1  Director:  Audrey 

Knowles 

Region  3  Director:  Barbara 

Caudill 

Region  5  Director:  Linda  Syler 

Region  7  Director:  Kurt 

Kavanaugh 

Region  9  Director:  Barbara  Ryan 

Motion  to  accept  slate:  Carrie 

Masten;  seconded:  Mary  Lou 

Guisinger.  Motion  carried. 

Secretary  Pat  McCallum  was 
acknowledged  as  the  Parent 
Recipient  of  the  Anne  Sullivan 
Award.  Bill  O'Donnell,  NJ,  and 
his  daughter,  Diane  Griffin,  PA, 
were  introduced  as  special  guests 
to  the  conference.  Other 
announcements  were  the  NFADB 
"Hill  Trip"  pre-meeting,  NTAC 
Parent  Meeting  and  the  upcoming 
New  Mexico  presentation  made 
by  parents.  All  members  were 
requested  to  fill  out  the  Member 
interest  Survey  and  turn  it  in  prior 
to  leaving  the  meeting. 

Motion  to  adjourn  made  by  Linda 
Syler,  seconded  by  Kurt 
Kavanaugh  and  carried  at  1 :35 
p.m. 

Minutes  submitted  by  Patricia 
McCallum,  Secretary.         + 
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SUPPORT  THE  NFADB! 
INDIVIDUAL  MEMBERSHIP  CATEGORIES 

REGULAR  MEMBERSHIPS  are  any  person  who  is  deaf-blind,  the 
parent  guardian,  adult  siisllng  or  other  individual  having  a  similarly 
dose  interpersonal  relationship  with  a  person  who  is  deaf-blind. 
a  One  Year  $15     nThree  Years  $30     O    Lifetime  $100 

ASSOCIATE  MEMBERSHIPS  are  individuals  interested  in 
supportir>g  the  mission  arxi  purpose  of  the  Association. 

□  One  Year  $25  □  Three  Years  $60 

ORGANIZATIONAL  MEMBERSHIPS  are  offered  to  any  responsibto 
and  established  parent/family  organizations  that  are  interested  in 
supporting  the  mission  and  purpose  of  the  Association. 
D  One  Year  $100    O  Three  Years  $250 

□  SCHOLARSHIP:  I  am  an  individual  who  fits  the  Regular 
membership  category  and  am  requesting  a  "scholarship"  to  receive 
the  newsletter  for  a  one  year  period. 

ONLY  REGULAR  MEMBERS  ARE  ENTITLED  TO  VOTE  AND  ARE 
ELIGIBLE  FOR  ELECTION  TO  OFFICE 

ALL  MEMBERS  AUTOMATICALLY  RECEIVE  OUR  NFADB 
MEMBERSHIP  KIT  AND  OUR  TRI-ANNUAL  NEWSLETTER 

CONTRIBUTING  SPONSORS  are  those  involved  by  reason  of 
monetary  or  other  gifts  of  value  to  tlie  Association. 

□  Contributing  Sponsor  -  $ 


Name: 

Address: 
City: '_ 


State: 


Zip: 


Phone:( )_ 


FAX:(    ). 


Name  of  person  who  is  deaf-blind 
Their  birthdate: 


Their  relationship  to  you: 


Cause  of  this  person's  deaf-blindness: 


Topics  I  would  like  to  see  addressed  in  future  issues: 


I  give  pemnission  to  share  my  name  with  other  families 
for  support:  □  Yes,  sure!     ONo,  I  can't  do  that  right 
now. 

NFADB  Newsletter  is  also  available  by  request  in 
BRAILLE,  on  disk  (WP5.1)  or  LARGE  PRINT. 

Please  return  with  check  or  money  order  payable  to 
"NFADB"  to:  NFADB/Membership,  111  Middle  Neck 
Road,  Sands  Point,  New  York  11050-1299. 
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VOLUME  4,  WUMBER  2  WIMTER 1997-9? 

President's  If^eport 

^mdh/idiAalized  EdiAcation  Plans  for  Children  Who  are  Deaf-fSlmd 

by  Ralph  Warner,  President,  NFADB 


Over  the  years,  I  have  advocated  for  many  families  whose 
children  have  different  types  of  disabilities.  In  my  opinion, 
children  with  deaf-blindness  are  the  most  complicated 
individuals  for  whom  to  develop  lEPs.  When  my  wife, 
Candy,  and  I  started  to  develop  our  son  Adam's  lEP  in 
September  of  last  year,  we  ran  into  many  obstacles.  It  was  at 
this  meeting  that  we  first  found  out  that  no  evaluations  had 
been  done  to  determine  at  what  level  Adam  was  learning. 
No  assessments  had  been  made  that  would  show  whether 
Adam  was  making  progress  or  if  he  was  benefiting  from  the 
different  adaptations  or  supports  that  were  being  provided. 
At  home,  we  knew  that  Adam  was  learning  because  when 
we  helped  him  with  homework  he  would  answer  questions 
correctly.  He  was  also  starting  to  use  signs  all  the  time  to  ask 
questions  and  to  get  our  attention.  But  in  the  classroom,  we 
needed  to  know  exactly  where  he  was  before  we  could 
recommend  where  he  should  be  going.  For  this,  he  needed 
an  evaluation. 

The  school  psychologist,  the  vision  teacher  and 
Candy  worked  together  to  adapt  standardized  tests. 
Because  Adam  needed  extended  time  to  read  the  questions 
and  respond  in  sign  language,  the  psychologist  decided  that 
once  Adam  reached  at  least  average  scores,  she  would  stop 
administering  that  part  of  the  test  and  move  on.  Even  so,  it 
still  took  many  days  to  complete  the  tests.  When  Adam  was 
not  being  tested,  he  was  in  the  classroom.  There,  we 
arranged  for  someone  to  observe  him  to  see  if  the 
adaptations  and  supports  that  were  being  provided  were 
enabling  him  to  benefit  from  classroom  instruction.  We  also 
wanted  to  see  if  these  supports  increased  his  ability  to 
participate  in  all  the  activities  with  his  classmates. 

A  month  after  the  tests  and  evaluations  were 
completed,  the  lEP  team  met  to  compile  all  of  the 
information  and  come  up  with  recommendations.  The 
following  month,  we  had  Adam's  lEP  meeting  to  develop 
goals  and  short  term  objectives.  With  as  much  experience  as 
I  have  in  deaf-blindness  and  developing  lEPs,  I  continue  to 
learn  what  need  to  be  done  differently  at  each  lEP  meeting. 
One  of  the  main  lessons  I  learned  this  time  was  that 


everything  needs  to  be  written  down- 
adaptations,  equipment,  staff  qualifications  and 
training.  In  Adam's  case,  this  is  what  we  included: 
1)  EQUIPMENT  AND  ADAPTATIONS: 
We  compiled  a  complete  list  of  adaptations  and 
supports  used  in  the  classroom  and  at  home,  and 
a  description  of  what  they're  used  for.  This  had 
never  been  done  before!  The  list  included  items 
such  as  his  computer  with  adapted  keyboard, 
various  software  programs,  special  seats  that  he 
needs  at  different  times  during  the  day,  and 
equipment  for  gym  class.  The  list  is  so 
comprehensive  that  I  will  be  writing  about  it  in 
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supporting  persons  who  are  deaf-blind  and  their  families. 
A  non-profit  national  family  organization  established  in  1994.  The 
philosophy  of  the  Association  is  that  'individuals  who  are  deaf- 
blind  are  valued  members  of  society  and  are  entitled  to  the  same 
opportunities  and  choices  as  other  members  of  the  community." 
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Tfp/fDS  SuUhCAA  l^efrOfVt-  Ralph  Warner 

AT  OUR  OCTOBER  BOARD  MEETING,  Carrie  Mas- 
ten,  Regional  Director  for  region  10,  was  appointed  to  the 
position  of  Regional  Director  Coordinator.  Her  new  respon- 
sibilities include  coordinating  and  approving  all  of  the  regional 
directors'  activities  and  serving  as  the  contact  between  the 
regional  directors  and  the  executive  committee.  Congratula- 
tions Carrie!  We  are  now  looking  for  a  replacement  for  Carrie 
in  Region  10  (AK  ID  OR  WA).  In  Region  6,  RD  Janet  Stevens, 
submitted  a  letter  of  resignation  which  was  regretfully  ac- 
cepted by  the  Board  at  the  October  meeting.  Janet  also 
chaired  the  Education  and  Information  Committee,  where  she 
coordinated  activities  such  as  trips  to  the  Hill  and  meetings 
with  legislators.  Janet  is  taking  time  off  to  attend  to  personal 
obligations.  We  are  in  need  of  a  new  RD  to  represent  AR,  LA, 
NM,  OK  and  TX... Region  8  has  an  RD  candidate  in  the  final 
stages  of  selection.  We  hope  to  introduce  this  person  in  our 
next  newsletter. 

Since  writing  lEPs  is  such  an  important  topic  for  all 
families  with  school-age  children,  NFADB  will  be  developing 
a  comprehensive  manual  on  how  to  prepare  an  appropriate 
lEP  for  a  child  with  deaf-blindness.  With  the  many  changes  in 
the  Amendmenti  of  the  Individuals  with  Disabilities  Education 
Act  (IDEA)  of  1997,  a  comprehensive  manual  is  needed  so  that 
parents  know  their  rights  and  exactly  what  their  children  are 
entitled  to.  DB-Link  will  be  supporting  and/or  collaborating 
with  us  on  this  project.  Our  proposal  has  already  been  submit- 
ted to  them  and  the  planning  process  has  begun.  If  you  have 
any  resource  materials  you  would  like  to  share  with  us,  or 
if  you  would  be  willing  to  send  us  a  copy  of  your  child's 
lEP,  please  send  them  to  NFADB  President  Ralph  Warner  at 
1 1 1  Middle  Neck  Road,  Sands  Point,  NY  1 1050. 

NFADB  recognizes  that  there  is  also  a  need  to  have  a 
better  understanding  of  our  children  through  adapted  evalua- 
tions. Because  there  are  so  many  different  types  of  evaluations 
and  assessments,  it  is  difficult  for  parents  to  know  if  the 
evaluations  are  adapted  appropriately.  We  therefore  support 
the  efforts  of  Dr.  Harvey  H.  Mar  from  the  Developmental 
Disabilities  Center  of  St.  Luke's/Roosevelt  Hospital  in  a  project 
called  "Psychoeducational  Assessment  of  Students  who  are 
Deaf-Blind."  (See  related  article  on  page  4).  NFADB  will  be 
asking  its  members  and  all  parents  of  children  who  are  deaf- 
blind  across  the  country  to  send  Dr.  Mar  copies  of  evalua- 
tions that  have  already  been  done  on  your  children.  The 
project  will  be  investigating  the  many  evaluation  tools  avail- 
able and  selecting  approximately  40-50  instruments.  They  will 
then  develop  a  manual  for  evaluators  on  how  to  adapt  testing 
instruments  as  well  as  describing  what  to  look  for  when 
evaluating  these  children. 

For  additional  information  about  this  project,  or  to  ob- 
tain copies  of  any  project  manual  or  materials  when  they  are 
complete,  please  contact  Dr.  Harvey  Mar,  Project  Director, 
by  phone  21 2-523-6280  or  by  e-mail:  hhml  ©Columbia. edu 
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As  promised, 

here  are  the  results  of  the 

surveys  that  were  collected  at  the 

first  general  membership  meeting  of 

NFADB  during  the  1 997  National  Conference 

on  Deafblindness.  More  than  1 00  NFADB  members 

present  ranked  the  following  categories,  listed  here 

from  most  to  least  important: 

1  Networking  with  other  families 

2  Parent  support  directory  for  the  membership 
(including  cause  of  deaf-blindness) 

3  Support  development  of  state  parent  groups 

4  I  nformation  about  resources 

5  Information  about  political  issues-national, 
state  and  local  levels 

6  Education 

7  Newsletter 

8  I  nformation  about  conferences 

9  Development  of  NFADB  web  sight. 

Many  members  commented  that  it  was  difficult  to 
rank  these  items.  "They're  all  important!"  There  were 
only  a  few  points  difference  between  the  most 
important  and  least  important  categories. 

Thank  you  to  the  many  members  who 
volunteered  to  work  on  subcommittees.  Your 
regional  director  or  a  committee  chair  will  contact 
you  as  needed.  Many  members  took  the  time  to  write 
comments  and  suggestions  or  to  offer 
encouragement: 

^   "Keep  up  the  good  work.  It  is  not  always  easy 

working  together,  but  you  are  all  doing  a  great 

job.  Keep  the  faith." 
^    "VJhat  a  great  group  of  people  were  gathered  in 

DC!  The  more  united  and  connected  we  become, 

the  more  we  can  advocate  for  individuals  who  are 

deaf-blind." 
^    "I  would  like  to  see  NFADB  issue  grants  to  families 

that  need  counseling/respite  support. " 
^   (I  like  the). .."emphasis  on  deaf-blind  as  not  just 

(those  who  are)  totally  deaf  and  totally  blind. " 
^   "Please  consider  having  state  groups  become 

state  chapters  of  NFADB  to  help  our  state  groups 


to  become  more  organized  and  to  not  duplicate 

resources  and  energy. " 
^    "Supporting  development  of  state  groups  would 

give  us  more  'power  in  our  lobbying  activities. 

Desperately  need  development  in   Virginia  to 

lobby  state  government. " 
^    "I  have  the  need  to  learn  more  about  how 

political    issues    work    and   how    to    make    a 

difference  politically. " 
^    "Ranking  is  hard  because  these  are  all  important. 

We  need  to  get  information  to  pediatricians  so 

they  begin  to  recognize  deaf-blindness  in  its 

various  forms.   Maybe  a  brochure   (would  be 

helpful)." 

Based  on  the  above  results,  your  Executive 
Committee  met  in  August  and  outlined  the  1997-98 
goals.  The  goals  include: 

1.  Provide  networking  strategies  to  the 
NFADB  membership  through  the  creation  of  a 
membership  directory  that  includes  members' 
names,  addresses,  names  of  family  members  who  are 
deaf-blind,  cause  of  the  deaf-blindness,  etc.  We  will 
also  investigate  networking  via  a  web  site.  Another 
annual  business  meeting  is  being  planned  for  NFADB 
members. 

2.  Provide  information  on  educational 
and  political  issues  via  the  newsletter  and 
connections  with  other  groups  related  to  deaf- 
blindness  (NTAC,  National  Coalition,  AADB,  DB- 
Link,  Hilton/Perkins  Program,  Helen  Keller  National 
Center,  National  Association  for  Parents  of  the 
Visually  Impaired,  American  Society  for  Deaf 
Children,  etc.). 

3.  Strengthen  our  organizational  operation. 

4.  Strengthen  the  role  of  the  regional 
directors  by  encouraging  them  to  develop  and 
support  state  parent/family  groups. 

NFADB  is  a  vital  and  growing  organization 
that  is  here  to  serve  you  -  families  and  individuals 
who  are  deaf-blind.  All  of  us  together  can  and  will  be 
heard  as  we  work  to  insure  that  ALL  INDIVIDUALS 
WHO  ARE  DEAF-BLIND  BECOME  VALUED 
MEMBERS  OF  SOCIETY.  + 
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PSYCHOEDUCATIONAL  ASSESSMENT  OF 
STUDENTS  WHO  ARE  DEAF-BUND 


The  Pcvelopmen-tal  Disabilities  Ccntej-  of  Si  Luke's 
Roosevelt  Hospital,  Teachers  College,  Columbia 
l/nivef^ity  anci  the  state  cleaf-blinci  pfojects  in 
Indiana,  Mafyland/  New  York  and  Washington  are 
working  together  to  develop  an  assessment 
mo4el  for  those  who  work  with  students  who  are 
deaf-blind.  The  project's  goal  is  io  promote 
practitioners'  abilities  to  make  decisions  about 
appropriate  approaches,  procedures  and  tools  used 
in  evaluating  students  who  are  deaf-blind-  It  will 
accomplish  this  by  1)  expanding  existing  practices 
io  help  evaluators  observe  and  accurately  describe 
various  aspects  of  communicative  and  social 
interaction  skills  of  students  2)  develop  a  "decision 
making  sequence"  io  identify  critical  educational 
issues,  relevant  skills  to  assess  and  the  contexts  in 
which  io  assess  them  3)  develop  professional 
training  materials  and  resources  on  psycho- 
educational  assessment  4-)  validate  the  decision- 
making model  of  assessment  and  5)  demonstrate  a 
model  for  state  deaf-blind  projects  io  support  the 
training  and  informational  needs  of  personnel 
involved  in  the  psychoeducational  assessment  of 
students  who  ai'c  deaf-blind- 


A  manual  is  currently  under  development, 
based  on  one  previously  published  by  the  Kansas 
State  Department  of  Education.  The  project  is 
collecting  materials  describing  the  current  status  of 
psychoeducational  assessment  with  the  population. 
Nearly  200  testing  instruments  have  already  been 
identified.  From  those,  40-50  will  be  selected  for 
inclusion  in  the  manual,  scheduled  for  distribution 
by  late  spring- 

The  project  is  also  working  on  a  classroom 
checklist  focusing  on  opportunities  for 
participation  and  interaction  in  school  and 
classroom  activities.  It  will  focus  on  the  physical 
setup  of  the  classroom  as  well  as  the  quality  of  the 
student's  interactions/communication  with  his  or 
her  peers.  The  teacher's  attempts  to  ^cilitate 
interaction  and  the  adaptation  and  appropriateness 
of  materials  will  also  be  observed- 

For  additional  information  about  the 
project,  or  io  obtain  copies  of  any  project  manuals 
or  materials  when  they  are  complete,  please  contact 
Dr.  Ha^vcy  H.  Mar,  Project  Dirccior  at  212-523- 
6280.  + 


WHAT  IS  HOPE? 

"Hope,  in  this  deep  and  powerful  sense,  is  not  the  same  as  joy  that  things  are  going  well,  op 
willingness  to  invest  in  enterprises  that  are  obviously  headed  for  early  success,  but  rather  an 
ability  to  work  for  something  because  it  is  good,  not  just  because  it  has  a  chance  to  succeed.  The 
more  unpropitious  the  situation  in  which  we  demonstrate  hope,  the  deeper  that  hope  is,  Hope  is 
definitely  not  the  same  thing  as  optimism.  It  is  not  the  conviction  that  something  will  turn  out  well, 
but  the  certainty  that  something  makes  sense,  regardless  of  how  it  turns  out.  In  short,  I  think  that 
the  deepest  and  most  important  form  of  hope,  the  only  one  that  can  keep  us  above  water  and  urge 
us  to  good  works,  and  the  only  true  source  of  the  breathtaking  dimension  of  the  human  spirit  and 
its  efforts,  is  something  we  get,  as  it  were,  from  "elsewhere."  It  is  also  this  hope,  above  all,  which 
gives  us  the  strength  to  live  and  continually  try  new  things..." 

-From  The  Politics  of  Hope  by  \^leKlev  Havel  ju 
excerpted  from  Steve  Perreault's  presentation  at  the  National  Conference  on  Oeafblindness,  June  1997 
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LEARNING  ABOUT: 


Compiled  by  Nancy  O  'Donnell,  Editor 

I  remember  listening  to  an  interesting 
speal<er  at  a  conference  several  years  ago. 
He  was  talking  about  a  lesson  on  money 
skills  that  he  had  taught  to  students  with 
developmental  disabilities  years  back.  He 
described  hours  and  hours  of  class  time  he 
had  spent  across  the  desk  from  his  adult 
students,  describing  the  various  coins,  their 
values,  and  how  to  make  change,  toward 
the  eventual  goal  of  someday  making  a 
purchase  independently.  One  day,  the 
teacher  was  walking  down  the  hall  and 
happened  to  see  one  of  his  students  in  the 
break  room  at  the  soda  machine.  The 
student  (if  I  remember  how  the  story  goes), 
his  hand  full  of  change,  systematically 
placed  one  silver-colored  coin  in  the 
machine  at  a  time.  He  hit  the  soda  button  of 
choice  and  waited  to  see  if  the  can  came 
down.  If  it  didn't,  he  repeated  the  process 
until  one  did,  at  which  time  he  grabbed  it, 
checked  to  see  if  he  got  any  change,  and 
went  on  with  his  life.  The  speaker's  self- 
effacing  candor  was  refreshing.  The 
audience  members,  mostly  professionals, 
howled  at  such  a  blatant  example  of  the 
shortsightedness  of  one  of  their  own.  The 
parents  nodded  their  heads,  not  at  all 
surprised  by  the  common  sense  exhibited  by 
this  student. 

It  seems  to  me  that  parents  of 
children  who  are  deaf-blind  have  long 
known  that  the  concept  of  "intelligence"  is 


much  broader  than  professionals  have  led  them  to  believe.  In  his 
1983  book  entitled  Frames  of  Mind. Harvard  University 
psychologist  Howard  Gardner  defines  intelligence  as  "the  ability 
to  solve  problems,  or  create  products,  that  are  valued  within  one 
or  more  cultural  settings."  Based  on  his  working  definition  of 
Intelligence,  Gardner  goes  on  to  define  seven  multiple 
intelligences: 

Linguistic  -  the  use  of  language.  This  can  encompass  written  or 
oral  expression  and  verbal  memory  and  includes  syntactic, 
semantic  or  pragmatic  aspects; 

Logical  -mathematical  -  problem  solving  capabilities,  used  in 
science  and  math; 

Musical  -  the  ability  to  think  in  musical  terms,  identify  themes, 
and  produce  music  as  used  by  composers  and  performers; 
Spatial  -  the  capacity  to  represent  and  manipulate  spatial 
configurations,  as  utilized  in  art,  architecture,  engineering, 
navigation,  surveying,  etc.; 

Bodily-kinesthetic  -  the  ability  to  use  all  or  part  of  one's  body  to 
perform  tasks,  create  products,  or  solve  problems  as  used  by 
actors,  dancers,  athletes,  surgeons  and  mechanics; 
Interpersonal  -  the  ability  to  understand  other  individuals,  to 
develop  viable  models  of  how  they  function  and  how  they  are 
motivated,  and  to  be  able  to  act  on  that  information  (social  skills); 
Intrapersonal  -  internal  knowledge  of  oneself  and  access  to  one's 
own  range  of  emotions. 

Gardner  asks  readers  to  consider  the  possibility  that 
"many  -  if  not  most  -  of  these  competences  do  not  lend 
themselves  to  measurement  by  standard  verbal  methods,  which 
rely  heavily  on  a  blend  of  logical  and  linguistic  abilities."  He 
describes  how  mainstream  educational  settings  value  logical- 
mathematical  and  linguistic  intelligences.  My  own  experience  has 
been  that  children  who  are  strong  in  these  areas  succeed  and  are 
labeled  "smart,"  "bright"  or  "cream  of  the  crop."  Those  whose 
strengths  lie  in  one  or  more  of  the  other  five  intelligences  may  be 
seen  as  musical,  artistic,  athletic,  kind  or  sensitive,  but  those 
qualities  are  not  as  valued  in  our  society  as  much  as  the  linguistic 
or  mathematical/logical. 

Many  individuals  who  are  deaf-blind,  especially  those 
with  very  limited  communication  abilities  (who  also  probably 
scored  very  poorly  on  traditional  intelligence  tests)  demonstrate 
their  "other"  intelligences  to  us  on  a  daily  basis.  They  figure  out 
how  to  use  soda  machines,  despite  our  sometimes  misdirected 
but  always  well-intentioned,  developmentally  appropriate 
instruction.  They  use  their  interpersonal  skills  to  twist  our  hearts 
around  their  fingers.  They  survive  and  thrive  in  a  world  that 

(Continued  on  page  1 0) 
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RUBEI 1  A  SURVEY  TO  BE  CONDUCTED 
IN  CANADA 

"Hot  Shots" in  the  Kitchen 

One  of  the  presentations  parents  enjoyed  at  the 

The  Canadian  Deafblind  Rubella  Association  was 
awarded  a  grant  to  conduct  a  survey  of  late  onset 
behavioral  and  medical  manifestations  of  congenital 
rubella  syndrome.  The  Association  devised  a  survey 
form  and  will  be  gathering  information  from  families 
and  caregivers  across  the  country.  The  results  of  their 
survey  are  to  be  presented  at  the  6th  Canadian 
Conference  on  Deaf  blindness  in  Ontario,  August  1 2- 
15,  1998. 

National  Conference  was  ''Skills  for  the 
Homemaker."  Rhine  Haugh  from  the  Helen  Keller 
National  Center  described  some  simple 
adaptations  and  tools  that  can  be  used  in  and 
around  the  home  to  make  life  easier  for  our  family 
members  who  are  deaf-blind.  One  of  those  tools  is 
a  single  serving  water  heater  (Sunbeam  makes 
one  known  as  the  "Hot  Shot").  With  training,  a 
person  who  is  deaf-blind  can  learn  to  safely  make 
a  hot  drink  without  going  near  a  stove.  Based  on  a 

NETWORK  NEIGHBORS 

Because  the  number  of  individuals  with  deaf- 
blindness  is  so  small  and  geographically  spread  out,  it 
is  often  difficult  for  parents/family  members  to  find 
someone  in  their  own  area  with  whom  they  can  share 
conversations,  common  experiences  and  resources. 
This  column's  purpose  is  to  put  people  with  similar 
experiences  in  touch  with  each  other.  Submit 
responses,  announcements,  and  questions  to  NFADB 
Editor,  111  Middle  Neck  Road,  Sands  Point,NY, 
11050. 

premise  similar  to  a  drip  coffee  maker,  the  user  fills 
a  mug  with  tap  water  and  pours  the  water  into  the 
reservoir  on  top  of  the  device.  He  then  puts  his  tea 
bag,  instant  coffee,  hot  chocolate  mix,  soup  mix  or 
whatever  into  the  cup,  places  the  cup  in  the  slot 
under  the  reservoir,  and  plugs  in  the  machine. 
Resting  his  hand  gently  and  safely  on  the  lower 
part  of  the  appliance,  the  cook  can  feel  when  the 
water  is  finished  boiling  -  it  takes  about  90  seconds 
to  heat  1 2  oz.  of  water.  He  then  presses  a  lever  to 

My  daughter  is  32-year6-old  ar\d  deaf-blind  from 
rubella.  1  would  especially  enjoy  networking  with 
parents  of  older  rubella  folks  interested  in  late 
onset  manifestations  of  congenital  rubella. 

-  Joan  3.  K.,  Delaware 

dispense  the  hot  water  into  the  waiting  cup.  The 
best  thing  about  the  Hot  Shot  is  that  it  doesn't 
have  to  be  ordered  from  a  "special"  catalogue.  It's 
available  wherever  small  appliances  are  sold. 

TJhc  SpiRir  ojr  A.nnc  SuCdvan  Auiaoid 

Internet  Website  for  Siblings 

Each  year,  the  staff  of  the  Liz  Moore  Low  Vision 

The  Sibling  Support  Project  of  Children's  Hospital 
and  Medical  Center  in  Seattle,  Washington  announces 
Sibnet  and  the  new  Sibkids  listservs.  Sibnet  (for 
younger  brothers  and  sisters)  and  Sibkids  (for  older 
siblings)  are  for  and  about  brothers  and  sisters  of 
people  with  developmental,  emotional  and  special 
health  needs.  Both  sites  allow  brothers  and  sisters  an 
opportunity  to  share  information  and  discuss  issues  of 
common  interest  with  their  peers  fi-om  around  the 
world  For  more  information,  contact  Don  Meyer, 
Sibling  Support  Project,  Children's  Hospital  and 
Medical  Center,  P.O.  Box  5371,  CL-09,  Seattle,  WA 
98105-0371  or  call  206-368-4816  or  e-mail 
dmeyer@chmc.  org 

-submitted  by  Chance  Fansler,  TX,  11 -year  old  sib 

Center,  Birmingham,  AL,  present  the  "Spirit  of  Annie 
Sullivan  Award"  to  volunteers  who  have  given  time 
and  energy  to  programs  for  individuals  with  visual 
impairments     and     deaf-blindness.     The     award 
recognizes  persons  who  have  a  dedication  to  quality 
of  life  through  the  arts,  sports,  special  educational 
activities  and  teacher  training.  These  people  typically 
work  behind  the  scenes  and  never  seek  recognition. 

This  year,  Mrs.  Jimmie  Campbell    was  one  of  the 
recipients  of  this  award.  Jimmie  volunteers  with  the 
Helen  Keller  Art  Show.  (She  worked  the  Art  Show 
booth  at  the  National  Conference.)    Jimmie  is  the 
mother  of  Sara  Jane  who  is  deaf-blind,  Nancy  Ann 
Sherman  (NFADB  RD, Region  4A)  and  Peggy  Sue. 
Congratulations  Jimmie! 
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F^milvj  ]ourmA  -  The  DcM^ttics' 


by  Janet  DeMatties,  VT 


The  following  letter  was  received  by  Pat  McCallum,  NFADB 
Secretary  and  Newsletter  Committee  Chair.  Pat  first  met 
the  DeMatties  family  at  a  New  England  Parent  Conference 
one  crisp  November  more  than  a  decade  ago.  Pat,  then 
president  of  the  Texas  statewide  group,  subsequently 
invited  them  to  present  the  keynote  at  the  next  Texas 
Summer  Family  Conference  and  to  participate  in  DBMAT 
activities.  The  DeMatties'  rented  a  large  van  and  made  a 
family  vacation  adventure  out  of  their  trip  from  Vermont  to 
Texas.  As  a  result  of  these  meetings,  another  exceptional 
bond  between  families  of  persons  who  are  deaf-blind  was 
formed. 

(When)  I  read  your  piece  "Regarding  Jon"  in  the 
NFADB  newsletter  (Spring  1997),  I  cried  and  cried  for 
you,  your  family  and  for  him  to  suffer  so.  I  hadn't 
heard  about  it  before  I  read  the  article.  I'm  glad  your 
story  ended  on  a  happier  note  and  that  things  are 


transferred  in  the  brain  by  the  opposite  eye  was  colors. 
All  of  the  words  and  letters  he  once  knew  in  large  print 
had  to  be  relearned,  and  they  had  to  be  about  3 
inches  tall  with  a  very  bright  contrast. 

We  never  sent  him  away  to  school  again.  I 
demanded  a  program  nearer  home.  At  first  it  was 
home  tutoring  for  one  hour  and  we  paid  for  a  second 
hour.  It  developed  into  him  being  included  into  a  day 
program  with  other  students  with  handicaps,  with  Jim 
having  an  aide  who  knew  some  signs.  The  program 
only  offered  vocational  training  with  no  educational 
(reading,  writing  and  arithmetic)  training.  That 
program  was  what  led  him  into  the  Supported 
Employment  Program,  which  was  good. 

Ten  years  ago,  he  "graduated"  out  of  the 
education  system  with  cap  and  gown  and  a  Diploma 
of  Completion  from  the  local  Poultney  School,  who 


better  for  Jon.  You  are  so  right!  We  need  to  be  on  a      ^^^  ^^^  ^.^  ^^^  ^^  p,^^^^  ^^^  3^^  ^^^y  throughout  his 


constant  vigil  for  the  sake  of  our  young  men.  I  know  all 

too  well  its  importance.  It's  surprising 

how  many  people,  even  those  who 

work  with  our  guys,  don't  understand 

this. 

About  Jim,  You  probably 
wouldn't  recognize  Jim  anymore.  He  is 
now  32  and,  believe  it  or  not,  graying 
around  the  edges,  as  are  his  brothers 


"Once  he  aged 
out  of  the 
education 
system,  he  no 


longer  counted... 

and  sisters.  He  has  gained  a  lot  of  weight     ^^^y^  ^^  ^  while 
and  is  not  the  hyperactive  jumping-jack 
that  he  used  to  be.  He  wears  glasses  to     tO  realize  it. 
protect  his  eyes  and  for  the  possibility  ^__^^^^^^^^^_ 
that  the  "coke  bottle"  lens  on  the  right 
eye  may  give  him  some  vision.  When  he  was  1 9  and 
away  at  school,  he  had  a  trauma  that  broke  his  two 
front  teeth  off.  It  also  caused  a  detached  retina  in  his 
left  eye,  which  was  ignored  for  almost  a  week. 
Because  he  was  at  school  at  the  time,  he  was  unable 
to  tell  us.  For  two  years  after  that,  he  was  in  and  out  of 
the  hospital  many  times  in  an  effort  to  repair  his  eyes. 
He  lost  all  vision  in  his  left  eye,  but  he  gained  at  least 
light  perception  -  and  possibly  a  dash  more  -  in  the 
right  eye  after  a  new  type  of  operation  that  wasn't 
available  when  he  lost  that  eye  when  he  was  one- 
year-old.  We  discovered  that  the  only  information 


educational  years.  His  graduation  set  a 
precedent  here  for  other  children  with 
differences  to  follow.  He  sat  right  in  the 
front  row,  on  stage,  with  his  one-on-one 
aide  sitting  on  one  side  of  him  and  other 
graduates  sitting  on  the  other  side  and  in 
back  of  him.  We  were  so  proud  of  him. 
He  couldn't  hear  his  name  called  nor 
could  he  see  the  leather-bound  diploma 
he  held  in  his  hands  (and  was  busy  feeling 
as  other  names  were  called).  But  he  was 
there!  Thus  ended  much  of  our 
^^^^■^  connection  with  the  rest  of  the  deaf-blind 
world.  Once  he  aged  out  of  the  education 
system,  he  no  longer  counted. ..took  us  a  while  to 
realize  it. 

He  was  one  of  the  first  three  people  in  the 
state  to  get  a  job  on  the  Supported  Employment  pilot 
program.  The  first  VA  years,  he  was  at  McDonald's 
Restaurant  in  Rutland,  (20  miles  away.  I'm  happy  to 
say  that  for  the  past  6  years  he  has  worked  a  regular 
job  at  a  regular  place  in  the  community,  five  hours  a 
day,  five  days  a  week.  Through  the  Vermont 
Supported  Employment  Program,  he  has  a  young  man 
his  age  as  his  support  person.  He  gets  no  benefits  and 

(Family  Journal  continued  on  page  12) 
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CHamBer  ofCorrina 

bij  Corrlyu^  veesart  * 

Chocolate  browi^  hair 
WflVLj  IVr£  the  ocea^t  swells 
Pallet  n\.e  shy  as,  a  ^aia  bear 

B-U-t  kvty  S,hlji^it$^-f&C^C$'  ttiee  dfiWi^  fjPlCit$'^  C{W£HU  to  sui/vi/vuj  dflW 

Avid  I  becD\^t  taVtzative  crs  &  liLiigj^tj 
pfltkv.t  kKe  curious,  to  le»rvt 
Auu;<  eager  to  bnw^  swsltesto  ;>tVTers 
PflliAt  kVLg  with  ourlpus.  dw£$ 
(ii^ireeiA.  as  the  woods. 

of  WtsCOKSllA. 

Pallet  ;a^e  cudd\ivK^  a  child 
S.0  tei^derlij  sIia^Iia^  softtuj 
why  c(oi^'t  you.  touch  uour  Wdvid  to  \M.e  avid 
Vaivit  \r\A.e  pertey  sprliA^Lkv^  ^b^utjwvu.|u,uv0  flrouktd, 
ChavitiviQ  kvcy  cheer  to  kw.yseLf... 

paliA,t  kvte  as  lovtiA^  as.  a  m.other  ^oKitft  to  her  uouvioj  child 
I  Love  m.y  fritvids  avid  cart  for^tvvi. 
Vaivit  v\A.e  surrouvided  ivi  a  roov^  of  roses  avid  avio^tls. 
ALL  whlsperluvg  gLory  avid 
Sivi(^iviq^  softLy 
jucstpaluvt  w^e  as  a  cheerleader 
TViough  Vv\A,  viot  yet  ovie 
But  waiA^tto  be 

vaivit  wee  \zic^ivioi  kw-y  Legs  froi^  s.ide  to  side  li\ze  a 
KMvi^aroo 

'Corrina  is  7  6-yeari-old  and  lives  in  California  with  her  mother.  Pearl  and  brother,  Ryland. 
She  is  in  the  10th  grade  in  a  regular  high  school  with  support.  This  poem  was  written  for  an 
assi^ment  for  an  En^ish  class. 


if  I  Ha4  My  CbiM  to  Hgise  Ovei- Again 
hy  Pi^ne  Loom^ns 

if  I  bad  my  cbil4  "to  f^ise  all  over 

again, 

\'\  build  sclf-cytccm  first  an4  "tbc 

bouse  later. 

r4  fingerpaint  vnoxc  an4  point  tbe 

finger  less. 

I  woul4  ^o  less  correcting  an4  nriore 

connecting. 

r4  take  my  eyes  off  my  watcb  an4 

watcb  witb  my  eyes. 

r4  take  more  bikes  an4  fly  ^o\c 

kites. 

!'4  stop  playing  serious  an4  seriously 

play. 

I  woul4  run  tbrougb  moxc  fiel4s  an4 

gaze  at  more  stars. 

r4  4o  more  bugging  an4  less 

tugging. 

I '4  see  tbe  oak  \\^c  in  tbe  acorn 

more  often. 

i  woul4  be  firm  less  often,  an4 

afiirm  mucb  more. 

I  '4  mo4el  less  about  tbe  love  ox 

power, 

An4  vnorc  about  tbe  power  of  love. 


WRITERS  COIVTEST! 

The  National  Federation  of  the  Blind 
Writer's  Division  announces  its  poetry, 
fiction  and  essay  contest  for  1998.  Ali 
entries  must  be  previousiy 
unpublished.  Subnnit  entries  to: 
POETRY:  Lori  Stayer,  2704  Beach 
Drive,  Merrick,  NY  11566.  Poems  may 
be  up  to  36  lines  and  entries  must  be 
typed. 


FICTION:  Tom  Stevens,  1203  S. 

Fairview  Road,  Columbia,  MO  65203. 

Fiction  must  be  typed,  double  spaced, 

2000  v\/ords  or  less. 

ESSAY:  Dr.  Patricia  Morrovi/,  1900 

Vassar  Drive,  Columbia,  MO  65203. 

Personal  essays  should  be  1000  words 

or  less. 

The  DEADLINE  is  May  1,  1998.  All 

entries  must  be  accompanied  by  a 


$5.00  entry  fee  per  piece,  a  stamped, 
self-addressed  envelope  and  a  cover 
page  with  your  name,  address  and 
phone  number.  Entrants  are  asked  not 
to  submit  contest  entries  elsev^here 
while  the  contest  is  running,  or  if  it 
wins,  for  six  months  after  it  ends. 
Prizes  are  $40,  $25  and  $15  for  each 
contest.  Winners  will  be  notified  separately 
and  announced  in  the  July  1998  issue  of 
"Slate  and  Style." 
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Ml  in  f  he  FarAily  Includes.SBLNGS  TOO 
niffnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnn 


(Ed  note:  in  every  issue,  we  ask  a  sibling  to  write  about  their 
memories  and  experiences  growing  up  with  a  brother  or  sister 
who  is  deaf-blind.  Nancy  Ann  Sherman  usually  coordinates 
authors  for  this  column,  but  for  this  issue,  I  share  with  you  a 
letter  I  received  from  a  longtime  friend,  who  wishes  to  remain 
anonymous.  NO'D) 

Dear  Nancy, 

Several  months  ago,  you  asked  if  I  would  ever  be 
interested  In  writing  an  article  about  myself  and  my 
siblings,  and  our  memories  of  growing  up  with  our 
brother,  who  is  totally  deaf-blind  and  multihandi- 
capped.  I  enthusiastically  accepted  the  assignment 
and  thought  that  the  holidays  would  provide  a  perfect 
opportunity  to  gather  Information  from  my  siblings.  I 
looked  forward  to  reminiscing  and  writing  about 
some  of  the  memories  we  had. 

Well,  my  family  gathered  and  the  questions 
were  posed.  "What  effect  did  our  brother  and  his 
deaf-blindness  have  on  your  life?"  "What  memorable 
experiences  did  you  share?"  "What  did  you  learn 
from  him?"  "What  is  your  relationship  today  as 
adults?" 

As  you  know,  Nance,  we  had  an  "All  Ameri- 
can" upbringing.  Our  parents  were  very  Involved  In 
all  of  our  lives.  But  as  we  talked,  one  of  the  realiza- 
tions that  became  apparent  was  that  although  he  was 
an  important  part  of  our  lives  growing  up,  as  adults 
our  Involvement  has  greatly  decreased.  We  pretty 
much  skated  through  school  and  college,  on  to  ca- 
reers, marriages  and  families  of  our  own  with  minimal 
interaction  with  our  handicapped  sibling.  Our 
brother  clearly  was  a  part  of  our  family  experience, 
but  only  through  my  parents.  He  was  "their"  respon- 
sibility. They  took  care  of  all  his  needs,  perhaps  in  an 
effort  to  make  sure  that  the  rest  of  us  didn't  feel 
"burdened"  or  different.  They  handled  things  so 
seamlessly  that  we  barely  felt  his  impact. 

When  my  father  died,  my  mother  continued 
to  carry  the  ball  on  her  own.  When  she  died,  none  of 
us  jumped  in  to  take  my  parents'  place  In  his  life.  His 
residential  placement  and  day  program  were  secure. 
His  life  was  in  a  good  routine.  What  would  we  do  - 
pop  into  his  group  home  to  visit?  Would  he  even 


recognize  us? 

Because  of  your  "assignment"  I  have  used 
this  time  to  look  at  my  family  situation  through 
introspective  adult  eyes.  I  am  left  with  a  sense  of 
sadness  and  regret.  It  Is  not  easy  to  admit  and  I  am 
not  proud  of  it.  But  feeling  badly  will  not  change 
things  and  I  and  my  siblings  do  want  things  to 
change.  We  have  decided  to  become  actively  In- 
volved In  our  brother's  life  and  advocate  for  him  to 
the  best  of  our  abilities.  We  will  be  talking  within 
the  next  few  weeks  to  decide  how  we  can  do  this. 
We're  excited  about  getting  started  and  we  know 
there  are  lots  of  people  out  there  who  are  more 
than  willing  to  help  us  get  on  the  right  track. 

This  probably  Isn't  the  article  you  expected 
to  get  from  me  and  it's  certainly  not  the  one  I 
expected  to  write.  But  It's  our  honest  story  and  I 
could  give  you  no  less.  I  will  keep  you  posted  as  we 
move  along  and  will  probably  be  calling  on  you  and 
NFADB  for  Information  and  contacts. 

I  wish  I  had  come  to  these  realizations 
earlier  so  I  could've  benefited  from  the  wisdom  my 
parents  accumulated  before  they  passed  on.  Please 
use  my  letter  if  you  think  that  It  will  spur  other 
parents  and  siblings  to  start  a  dialogue  on  this 
important  topic  now. 

Siblings!  We  welcome  your  responses  to  the  family 
Issues  discussed  in  this  column  -  sibling  rivalry,  over- 
protectiveness,  etc.  Or,  If  you  would  just  like  to  get 
something  off  your  chest  or  share  a  sibling  story,  write 
to:  NFADB,  1 1 1  Middle  Neck  Road,  Sands  Point,  NY 
1 1 050,  or  directly  to  me,  Nancy  Ann  Sherman, 
25449  Pecan  Road,  Pass  Christian,  MS  39571-     4. 


Cherish  those  3rour\d  you  for  who  they  are,  not 
for  what  you'd  like  them  to  be. 

-L/f(5  '5  Little  Instruction  dook 


When  sharing  or  copying  information  3K\d  articles 
from  our  newsletter,  please  credit  News  From 
Advocates  for  Peaf-^iind  as  the  source.  Thanks' 
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(President 's  Report  continued  from  page  1) 

more  detail  in  the  next  issue  of  the  newsletter. 

It  is  also  Important  to  Include  items  that  didn't  work 
and  why.  In  this  way,  we  won't  waste  time  trying  the  same 
items  over  and  over  again. 

2)  A  JOB  DESCRIPTION  for  his  one-on-one  aide.We 
realized  that  different  members  of  the  team  had  very 
different  ideas  of  what  the  aide  needed  to  know  and  be  able 
to  do.  The  aide's  job  description  came  out  to  be  three  pages 
long! 

3)  STAFF  TRAINING:  When  school  starts,  everyone 
should  know  what  Adam's  needs  are  and  how  to  help  him. 
We  therefore  developed  a  list  of  trainings  that  needed  to  be 
done  before  the  staff  started  working  with  him.  We  then 
prioritized  the  topics.  The  first  priority  was  to  learn  about 
Adam's  vision  impairment,  deafness  and  cerebral  palsy,  and 
their  combined  effect  on  his  learning  and  communication 
methods.  Additional  training  was  scheduled  to  describe  ways 
to  adapt  different  learning  aids  and  how  to  use  the  computer 
and  various  software  programs.  Another  Important 
component  was  to  include  adequate  time  for  training  all  the 
teachers,  therapists  and  aides  who  work  with  him  throughout 
the  year.  A  timetable  should  be  worked  out  and  a  list  of 
those  who  need  to  participate  should  be  detailed. 

4)  TRANSPORTATION:  This  must  be  included  in  the 
lEP.  We  felt  it  was  necessary  to  put  a  limit  on  the  amount  of 
time  spent  on  the  bus  because  too  much  travel  time  can 
have  a  negative  effect  on  how  any  child  will  behave  in 
school  and  at  home.  It  was  stipulated  that  Adam  needed  an 
aide  on  the  bus,  that  the  aide  must  sign  and  that  his  travel 
time  could  not  exceed  1  hour  and  1 5  minutes  each  way. 

In  addition  to  the  above  considerations,  Adam  also 
needs  many  hours  of  therapies  each  week  including 
physical,  occupational  and  speech,  as  well  as  orientation  and 
mobility  training.  In  his  lEP,  we  spelled  out  how  to  integrate 
all  of  these  into  his  classes  as  often  as  possible  while  not 
pulling  him  out  of  class. 

Being  as  specific  as  possible  helps  to  insure  that  the 
aide  that's  hired  will  be  appropriate,  that  the  correct  training 
is  given  in  an  appropriate  time  frame,  that  the  necessary 
equipment  will  be  available  when  needed  and  adapted 
correctly,  and  that  the  child's  mental  and  physical  needs  are 
taken  into  account.  We  look  forward  to  Adam  having  a  very 
successful  year! 


(Multiple  Intelligences  continued  from  page  5) 

doesn't  understand  them,  perhaps  because 
they  are  smart  in  ways  that  traditional  IQ 
tests  can't  measure. 

The  implications  of  honoring 
multiple  intelligences  in  the  classroom  are 
many.  It  can  lead  to  the  establishment  of  an 
environment  which  understands  that  all 
intelligences  are  equally  valued,  that 
everyone  learns  in  different  ways  at  different 
rates  for  different  reasons,  and  that  if 
students  must  be  tested  it  should  be  to  find 
out  how  they  are  smart  as  opposed  to  how 
smart  they  are.  The  theory  of  multiple 
intelligences  provides  an  understanding  of 
learning  differences  instead  of  learning 
disabilities. 

Many  professionals  have  questioned 
and  challenged  Howard  Gardner's 
assertions.  Gardner  himself  has  revisited  his 
theory  in  a  tenth  anniversary  edition  of 
Frames  of  Mind.  He  proposes  an  eighth 
"naturalist"  intelligence,  which  allows  people 
to  distinguish  among,  classify  and  use 
features  of  the  environment,  and  a  possible 
ninth  "spiritual  intelligence." 

To  be  sure,  there  is  much  to  learn 
about  every  human's  potential  to  learn  and 
grow.  Think  about  that  the  next  time  put 
your  coins  into  the  soda  machine. 
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The  Hilton/Perkins  Program 

compiled  by  Pat  McCallum,  Newsletter  Committee 


(In  the  Fall  1997  edition  of  News  From  Advocates  for 
Deaf-Blind,  many  of  the  articles  described  events  and 
impressions  of  the  1997  National  Conference  on 
Deafblindness,  sponsored  by  the  Conrad  N.  Hilton 
Foundation  and  coordinated  by  the  Hilton/Perkins  Project. 
Many  of  us  have  heard  the  name  Hilton/Perkins.  Few  of 
us  know  all  the  facets  of  this  national  and  international 
program.The  NFADB  Newsletter  Committee  felt  it  timely  to 
share  some  highlights  of  this  innovative  undertaking  with 
our  readers.) 


Created  in  1989  by  a  grant  from  the  Conrad  N. 
Hilton  Foundation  of  Reno,  NV,  to  the  Perl<ins 
School  for  the  Blind  of  Watertown,  MA,  the 
Hilton/Perkins  (H/P)  Program  has  successfully 
served  thousands  of  children  who  are  multi- 
handicapped  blind  or  deaf-blind,  their  families 
and  their  teachers  across  the  country  and  around 
the  world.  Under  the  leadership  of  Director  Mike 
Collins,  H/P  helps  fill  a  void  in  the  access  to 
services  by: 

*■  working  with   teachers^   parents   and 

siblings  in  early  intervention  programs  to 
help  infants  with  sensory  problems. 

►  consulting  with  schools  and  school 
systems  to  help  create  effective 
educational  programs  for  children  who 
are  multi-handicapped  blind  or  deaf- 
blind.  H/P  works  with  schools  that  need 
help  in  expanding  their  programs  to 
include  these  children  and  helps  public 
school  systems  to  develop  programs  for 
these  children. 

►  assisting  schools,  especially  in  developing 
countries,  to  develop  new  services  for 
children  who  are  multihandicapped/blind 
or  deaf-blind. 

►  working  with  American  and  foreign 
universities  to  develop  curricula  and 
training  programs  for  student-teachers 
to  help  reduce  the  worldwide  shortage  of 
trained  teachers   of  children   who  are 

multi-handicapped  -blind  and  deaf-blind. 


H/P  also  provides  funding  for 
international  teachers  and  other 
professionals  to  receive  training  at  Perkins 
School  for  the  Blind.  Experts  from  Perkins 
travel  nationally  and  internationally  to 
work  with  teachers  at  schools  and 
organizations  for  the  blind. 
*■  translation  of  articles  and  textbooks 

into  many  languages.  A  major  initiative 
of  H/P  is  to  increase  the  availability  of 
materials  available  world-wide  to  educate 
teachers  of  children  who  are  multi- 
handicapped  blind  and  deaf-blind. 

Hilton/Perkins  provides  funding  and  assistance  to 
parent/family  organizations  at  the  state,  national 
and  international  levels  with  the  goal  of  eventual 
self-sufficiency.  NFADB  is  one  beneficiary  of  H/ 
P's  funding.  Our  very  special  Advisor,  Steve 
Perreault  is  NFADB's  liaison  from  Hilton/Perkins. 
Steve  also  provides  training  and  technical 
assistance  to  parent  organizations  and  programs 
across  the  country,  and  internationally  in 
countries  such  as  Poland,  Peru,  Brazil,  Argentina 
and  Uruguay  and  Costa  Rica.  {Ed  note:  See  Clara 
Berg's  report  in  Regional  Forum  about  her  trip  to 
Uruguay  as  a  parent  trainer  for  Hilton/Perkins.) 

In  1992  and  1997,  Hilton/Perkins  sponsored  and 
coordinated  landmark  national  conferences  on 
deaf-blindness  in  Washington,  D.C.  These 
conferences  provided  a  forum  for  hundreds  of 
parents,  siblings,  consumers,  professionals,  and 
politicians  to  gather  together,  share  ideas,  and 
learn  from  each  other. 

The  Hilton/Perkins  partnership  is  a  dynamic 
example  of  the  successes  that  can  be  achieved 
when  business  supports  service-oriented 
organizations.  For  more  information,  contact  H/P 
at  61 7-972-7220.  ♦ 
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Enclosed  is  $ 


LIVING  HONOR  GIFT,  MEMORIAL,  OR  CONTRIBUTION  TO 
The  National  Family  Association  For  Deaf-Blind 

given  as  a  contribution  or  as  a  gift  in  honor  or  memory  of 


G    Living  Honor  -  A  tribute  to  someone  you  wish  to  honor  while  they  are  present  to  enjoy  your  thoughtful ness. 
Q  Memorial  -  A  gift  in  honor  of  someone  who  has  passed  on.  The  notice  of  this  thoughtful  ness  will  be  sent  to 

whomever  you  specify. 
□  Mary  Margaret  O'Donnell  Memorial  Fund  -  An  ongoing  fund  established  in  memory  of  our  former  president. 
G  Contribution  -  to  NFADB  to  be  used  as  needed. 

All  honors,  memorials  and  contributions  are  tax  deductible  and  are  used  to  further  the  goals  and  activities  of 

NFADB. 

Please  send  a  note  about  this  gift  to: 

NAME:  aVENBY: 


ADDRESS: 
CITY: 


STATE: 


ZIP: 


ADDRESS: 
CITY: 


STATE: 


ZIP: 


Send  this  form  with  your  donation  to:  NFADB,  111  Middle  Neck  Road,  Sands  Point,  NY  11050. 


(Family  Journal  continued  frontpage  7) 

earns  just  above  minimum  wage,  but  it's  a  real  job 
and  it  keeps  him  busy.  They  work  at  the  local  college 
here  in  town.  The  first  two  hours  are  spent  in  the 
maintenance  department,  refinishing  furniture  and 
doors,  then  they  go  upstairs  to  the  kitchen  to  wash, 
rinse  and  put  away  pots  and  pans.  It's  a  good  job  for 
him.  He's  really  good  at  sanding  but  requires  help 
with  the  polyurethane  part.  He  is  acclimated  well  to 
the  kitchen  and  knows  where  to  put  the  pots  and 
pans.  He  has  been  awarded  Employee  of  the  Month 
twice  since  he  has  been  there.  I'm  not  sure  if  he  really 
likes  the  jobs,  but  he  does  like  to  be  busy  during  the 
day.  He  is  quite  healthy  so  doesn't  miss  work  - 
besides  I  make  sure  he  is  there  every  day.  With  all  the 
cuts  in  programs  here  I  don't  want  to  jeopardize  his 
job  in  any  way.  I'd  go  nuts  with  him  home  all  the  time 
and  I  believe  he  would  too. 

When  he  lost  his  vision  abruptly,  he  instantly 
seemed  to  recognize  the  signs  we  did  into  his  hands. 
His  sense  of  touch  is  incredible!  The  large  3" 
individual  letters  we  taught  him  on  the  computer 
were  not  appropriate  for  reading,  so  we  taught  him  to 
read  3/4"  raised  print,  until  we  discovered  how 
inconvenient  and  awkward  it  was  to  make  sentences 


and  stories.  We've  now  hired  a  tutor  for  him  5  days  a 
week,  1 V2  hours  per  day.  She  is  also  a  sign  interpreter 
for  a  boy  in  the  4*  grade  who  is  severely  hard-of- 
hearing.  She  is  great  with  Jim!  She  has  learned  Braille 
with  him  and  he  is  now  using  the  Brailler  himself  to 
make  very  simple  two-  and  three-word  sentences  on 
his  own.  This  is  a  big  step  for  him  because  he  has 
always  had  trouble  expressing  himself  with  written 
words  or  even  signs.  His  receptive  language  has 
always  been  much  better.  With  his  sight  and  hearing 
so  severely  limited,  he  uses  his  sense  of  touch 
incredibly  well  -  not  only  with  his  fingertips  but 
especially  with  his  tongue!  A  few  years  ago  when  I 
tried  to  go  to  smaller  raised  print,  he  had  trouble 
feeling  a  five-word  sentence  even  though  I  knew  all 
the  words  were  familiar  to  him.  He  ran  his  tongue 
across  the  tape  and  to  my  surprise  he  signed  it 
immediately! 

Here,  I've  gone  on  about  Jim,  but  that's  what 
happens  when  I  get  wound  up.  Guess  I  got  caught 
reliving  the  last  ten  years,  yet  there  is  so  much  more 
to  tell.  I  had  hoped  to  go  to  Washington  for  the 
conference  but  I  couldn't  get  the  time  away.  Say 
hello  to  those  who  know  us  and  please  write  if 
you  get  the  urge.  .j. 
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Pisplay  Pride  in  NFAP^  w 

th  AUTHENTIC  LOGO  ITEMS' 

100%  Cotton  Adult  T-Shirt  -  Brick  color  with  white 

Bumper  Stickers 

NFADB  logo 

bumper  stickers  @  $1 .50  each  =  $ 

S           M           L           XL@$12each  =  $ 

(no  shipping  costs  for  bump)er  stickers  only) 

XXL            XXXL@$14each=  $ 

Magic  Mugs  (Changes  with  Hot  Liquids) 

Large  Logo  (Full  Front)      Small  Logo  (Chest  Side) 

$6.50  each  =  $ 

50/50  T-shirt  -  white  with  brick  color  NFADB  logo 

S           M          L           XL  @$10each  =  $ 

Subtotal  of  all  items         $ 

XXL           XXXL@$12each  =  $ 

plus  $3.50  shipping*         $         3.50 

Adult  Sweatshirt  -  White  with  brick  color  NFADB  logo 

Total  order                        $ 

S          M           L           XL@$18each  =  $ 

XXL          XXXL  @  $20  each  =  $ 

Please  send  this  form  with  your  name,  address, 

Youth  T-Shirt  -  White  (Large  Logo  Full  Front) 

telephone  number  and  check  or  money  order  payable  to 

S       M       L      XL@$8each  =  $ 

'NFADB'  to: 

Youth  Sweatshirt  -  White  (Large  Logo  Full  Front) 

NFADB,  1 1 1  Middle  Neck  Road,  Sands  Point,  NY  7 1050. 

M       L@$16each  =  $ 

Canvas  Tote  Bags  -  Cream  color  with  brick  logo 

Name: 

S(10"x14")@$8each  =  $ 

Address: 

M  (1 0"  X  1 4"  /  5"  gusset)  @  $1 2  each  =  $ 

Phone: 

L  zippered  (1 5"  x  22"  /  5"  gusset)  @  $1 6  each  =  $ 

(For  orders  over  $20  please  inquire  for  additional  shipping 

charges.  Call  1 -800-255-041 1 ,  ext.  275.) 
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•check  it  out 

Products,  services  or  activides  listed  in  News  For 
Advocates  for  Deaf-Blind  do  not  imply 
endorsement  by  NFADB,  i-IKhIC  or  Hilton/Peridns. 
They  are  provided  for  informational  purposes 
only. 

•  'VIEWS''  FOCUSES  ON 
INTERPRETING  FOR  DEAF-BUND 

VIEWS,  the  monthly  publication  of 
the  National  Registry  of  Interpreters 
for  the  Deaf  (RID),  dedicated  its 
December  1 997  edition  to  articles 
about  interpreting  for  consumers 
who  are  deaf-blind.  Topics  range  in 
scope  from  introducing  basic 
methods  of  communication  to 
philosophical  discussions.  Contact: 
VIEWS,  8630  Fenton  Street,  Suite 
324,  Silver  Spring,  MD  20910- 
3803,  301-608-0050;  fax  301-608- 
0508  or  Internet:  http:// 
www.rid.org 

•  NEW  BILLS  FEATURE  LOW 
VISION  ACCESSIBILITY 

As  a  result  of  a  study  of  paper 
currency  by  the  National  Academy 
of  Sciences,  there  is  a  new  look  on 
paper  money.  On  the  back  of  the 
notes,  a  large  dark  numeral  is 
featured  on  a  light  background. 
Other  changes,  including  variations 
in  size  and  shape,  holes  and  other 
tactile  features  were  not  considered 
sufficiently  durable  as  to  be 
practical. 

•  BRAIILI UTERACY  HANDBOOK 
AVAILABLE 

The  American  Foundation  for  the 
Blind  announced  the  availability  of 
Instructional  Strategies  for  Braille 
Literacy,  a  handbook  which 
provides  instructors  with  specific 
strategies  and  methodologies  for 
teaching  Braille  to  students  who  are 
blind  and  visually  impaired. 
Information  is  provided  on  working 
with  students  with  congenital  or 


adventitious  blindness,  those  who 
have  additional  handicapping 
conditions  and  learners  for  whom 
English  is  a  second  language. 
$38.95  (plus  $5  s/h),472  pages 
paperback  (ISBN  0-89128-936- 
4);  Braille  (ISBN  0-89128-288-2). 
Contact:  AFB  at  1-800-232- 
3044;  fax  212-502-7774,  or 
mail  payment  to  AFB  Press, 
Customer  Service,  11  Penn 
Plaza,  Suite  300,  NY,  NY  10001. 

•  AMERICAN  PRINTING 
HOUSE  FOR  THE  BLIND  (APH) 
INTRODUCES  ''LOUIS" 

"Louis"  is  a  cooperative  database 
which  provides  bibliographic  and 
location  information  for  books 
and  materials  in  Braille,  large 
type,  recorded  and  computer 
disk  formats  from  over  200 
agencies  across  North  America. 
This  service  is  free  to  individuals. 
Access  is  available  through  a  dial- 
in  speech  accessible  interface  or 
on  APH's  web  site  -  http:// 
www.aph.org 

Contact:  Christine  Anderson, 
Resource  Services  Manager  at 
502-899-5338  or  800-223-1839. 

•  BARUCH  COLLEGE  OFFERS 
MONTHLY  DEMONSTRATIONS 
OF  TECHNOLOGY  FOR 
VISUALLY  IMPAIRED 

The  Computer  Center  for  Visually 
Impaired  People  at  Baruch 
College,  151  East  25th  St.,  Room 
648,  NY,  invites  the  public  to 
come  to  their  monthly  Open 
House  on  the  first  Wednesday  of 
each  month  from  1:30  -  3:30 
p.m.  Demonstrations  will  show 
how  people  with  vision 
limitations  can  become  fluent 
computer  users.  Contact:  212- 
820-2140  or  their  website: 
http://www.baruch.cuny.edu/ 
ccvip 


^  IT'S  A  DATE 

<^  February  20-21,  1998 

Texas     Deafblind     Symposium, 

Austin  TX 

This  conference  will  address  issues 
of  concern  for  children  with 
deafblindness,  their  families  and 
the  professionals/  paraprofessionals 
who  serve  them. 

Contact::  Beth  Rees,  Texas  Deaf- 
Blind  Outreach  at  1-800-TSB- 
KARE 

<^  June  13-19,  1998, 
20th    American    Association    of 
Deaf-Blind  (AADB)  Convention,  at 
Central        Connecticut        State 
University 

AADB  is  a  consumer  organization. 
The  convention  is  open  to  people 
with  deaf-blindness,  families  and 
professionals.  The  theme  is  "Deaf- 
Blind  ConneCTion:  Expanding 
Opportunities."  Support  service 
providers  (SSPs)  will  be  needed 
during  the  conference. 
Contact:  Elaine  Ducharme, 
Convention  Chairperson  at  860- 
379-0193  (Braille  TTY-please  type 
slowly);  Co-Chairperson  Tom 
Peters  at  (ITY)  860-621-6610; 
Fax-860-621-7291;  or  e-mail 
funnytom@megahits.com 

^'^  August  21-23,  1998 
National    Conference       of    the 
Foundation    Fighting    Blindness, 
Chicago,  IL 

Fifteen  researchers  will  discuss  the 
most  up-to-date  information  on  the 
progress  and  direction  of  retinal 
degenerative  disease  research. 
Contact:  The  Foundation, 
Executive  Plaza  1,  Suite  800, 
11350  McCormick  Road,  Hunt 
Valley,  MD  21031-1041. 
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3EHINP  THE  SCENES  WITH  NFAP5 


THE  REGIONAL  FORUM 


AUPREY  KN0WLE5.  REGION  1.  CT  MA  ME  NH  RI  VT 
Phone  -  203-272-7375 

As  usual,  the  fall  in  New  England  started  with  a  great 
deal  of  activity  by  parents  in  all  states.  However, 
winter  storms  were  not  far  behind  and  some  meetings 
need  to  be  rescheduled. 

The  New  England  Regional  Center  has 
scheduled  many  workshops.  In  October,  they  held  a 
"New  Staff  Workshop"  to  provide  new  workers  a 
basic  knowledge  of  teaching  techniques  for  creating  a 
communicative  environment  for  students. 

The  American  Association  for  Deaf-Blind 
(AADB)  Conference  will  be  held  next  June  at  Central 
Connecticut  State  University  in  New  Britain,  CT. 
Anyone  interested  in  presenting,  attending  or 
volunteering,  contact  Elaine  Ducharme  at  Northwest 
Community  College  at  1-860-738-6300  (TTY).  For 
more  information,  see  "It's  A  Date"  on  page  1 5. 

CLARA  BERG.  REGION  2  NJ  NY  PR  VI 
Phone  -  718-428-1591;  fax  718-428-8750 

In  putting  this  column  together  for  the  newsletter,  it  is 
sometimes  difficult  to  sort  out  which  activities  I've 
participated  in  as  a  representative  of  NFADB.  In 
addition  to  my  volunteer  position  with  NFADB,  I 
have  two  other  related  roles  -  as  a  parent  of  three 
children,  one  who  is  deaf-blind,  and  as  the  Family 
Specialist  for  the  NY  State  307.11  (Deaf-Blind) 
Project.  At  times,  the  roles  all  seem  to  overlap! 

As  a  Regional  Director  for  NFADB,  I  respond  to 
many  phone  calls  and  letters  requesting  information 
and  material  about  issues  related  to  deaf-blindness.  I 
also  manage  the  Public  Relations  Committee  and 
foreign  memberships.  As  a  parent,  there  are  always 
personal  issues  and  family  responsibilities  calling  to 
me.  For  example,  last  year,  I  had  to  focus  on 
problems  with  my  son  Kenny's  transportation 
arrangements  to  and  from  his  educational  program. 
He  also  got  a  new  teacher,  so  there  were  the  usual 
meetings  and  adjustments  for  all  of  us.  Kenny  has 
had  ongoing  problems  with  his  feet  that  have  affected 
his  ability  to  walk.  We  have  spent  many  hours  with 


doctors  trying  to  figure  out  what  is  going  on.  At  home, 
we  hired  a  new  care  provider  to  help  with  Kenny 
after  school  and  on  weekends.  Meanwhile,  my  older 
son  Sheldon  just  started  college  in  Buffalo  and  my 
daughter  Karen  is  a  busy  junior  in  high  school! 

At  work  my  responsibility  is  to  support  all  families  of 
children  and  adults  with  deaf-blindness  in  New  York 
state.  There  are  always  many  requests  for  services  and 
technical  assistance. 

Representing  motherhood,  NFADB  and  work,  I  gave 
a  presentation  last  fall  at  Teachers  College  to  a  class 
of  special  education  teachers,  describing  parenting 
issues  and  family  networking. I  gave  a  similar 
presentation  at  the  Lavelle  School  for  the  Blind.  I 
participated  in  many  lEP  meetings  and  ran 
workshops  with  families  to  discuss  specific  techniques 
for  working  in  partnership  with  professionals.  Another 
ongoing  effort  is  working  with  large  agencies  to 
expand  their  services  to  serve  our  population  and  to 
train  more  service  providers  with  ASL  skills. 

In  November,  the  Hilton/Perkins  Program  sent  me  to 
my  homeland,  Uruguay,  to  help  three  organizations 
formalize  a  parent  network  -  La  Fundacion  Braille, 
serving  individuals  ages  0-99  with  visual  impairments, 
and  Public  Schools  #198  and  #279,  serving  children 
and  young  adults,  ages  3-25,  who  are  visually 
impaired/blind  and  have  other  disabilities.  Twenty-six 
families  from  around  the  country  were  brought 
together  for  a  long  weekend.  They  had  an 
opportunity  to  meet  each  other  and  think  about  their 
future  and  the  futures  of  their  children  and  extended 
families. 

On  the  last  day,  using  the  Personal  Futures  Planning 
model,  Alicia  Picasso  (Fatima  School,  Argentina), 
Graciela  Ferioli  (Hilton/Perkins  Program,  Latin 
America  Director)  and  I  helped  map  the  group's 
future  activities.  Our  assistance  was  well  received 
and  appreciated  -  I  was  even  interviewed  on  a  local 
radio  station.  But  the  real  winners  in  this  case  will  be 
the  children,  who  inspired  their  parents  to  initiate  this 
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long  journey  to  obtain  all  the  services  they  need  and 
the  education  they  deserve.  Good  luck  Uruguayan 
families  and  continue  your  work  showing  "La  Carra 
Criolla"-Uruguayan  energy! 

And  finally,  as  you  can  see,  there  is  so  much  work  to 
be  done  in  and  and  around  the  region.  I  am 
interested  in  getting  some  help  from  a  parent  or  adult 
sibling  from  Region  2  who  could  help  me  with  basic 
organizational  tasks  in  the  region.  There  is  lots  to  do 
and  an  extra  pair  of  helping  hands  would  be  great.  If 
you  are  interested,  please  call  me. 

BARBARA  CAUPILL,  REGION  3,  PC  PE  MP  PA  VA  WV 
Phone  -  302-656-8481 

If  anyone  from  Region  3  has  any  news  or  just  would 
like  a  chat,  please  call  me.  You  can  usually  reach  me 
at  night.  During  the  day,  you  can  leave  a  message  on 
my  answering  machine  with  a  p.m.  phone  number. 
Because  I  work  at  a  school,  it  is  difficult  for  me  to 
make  calls  from  my  job. 

NANCY  ANN  SHERMAN,  REGION  4A.  AL  PL  GA  MS 
Phone/fax  -  228-255-5995 

Greetings  from  the  sunny(?)  south.  I  read  somewhere 
that  we  have  three  seasons  in  the  south.  They  are 
Hot,  Hurricane  and  The  Ferns  Are  Frozen.  The  ferns 
are  definitely  frozen! 

At  our  last  NFADB  Board  meeting,  each  regional 
director  set  goals  for  the  coming  year.  The  goals  I  set 
for  my  states  (AL,  FL,  GA  and  MS)  were: 

1 .  Establish  contact  with  parent  groups  in  each  state. 

2.  Continue  support  of  Alabama  parent  groups 

3.  Maintain  contacts  at  various  conferences  in  region 
and  nationally  to  distribute  brochures 

4.  Maintain  presence  at  Helen  Keller  Festival  to 
provide  family  support  and  community  awareness. 

5.  Attend  National  Technical  Assistance  Consortium 
(NTAQ  meeting  to  be  held  in  Florida. 

6.  Maintain  quarterly  contact  with  project  directors  in 
each  state. 

If  you  can  be  of  assistance  to  me  in  reaching  these 
goals  or  have  information  you  would  like  to  see 
included  in  my  next  regional  director  article,  please 
contact  me.  My  address  is  25449  Pecan  Road,  Pass 
Christian,  MS  39571. 


HENRI  CLARK.  REGION  43.  KY  NC  5C  TN 
Phone  615-645-1138 

As  I  sat  reflect  reflecting  back  on  1 997,  I  wondered 
whether  my  efforts  to  teach,  share  and  change 
attitudes  have  impacted  positively  in  my  little  corner 
of  the  world.  Each  of  us,  in  our  own  little  worlds, 
meet  various  people  and  have  opportunities  to  teach 
and  change  attitudes  are  endless. 

Over  the  past  year,  I  have  attended  five  weekend 
conferences  in  the  states  of  Tennessee  and  Kentucky, 
the  conferences  focused  on  bringing  together  families 
of  children  who  are  deaf-blind  and  hard-of-hearing 
for  education,  support  and  friendship.  The 
conferences  proved  to  be  an  excellent  source  of 
information  and  attendees  left  each  session  armed 
with  information  tailored  for  their  specific  needs. 

GOALS  for  1998  are  to  visit  conferences  in  South 
Carolina  and  North  Carolina;  get  to  know  307.11 
project  directors  in  North  and  South  Carolina;  and 
reconnect  with  key  leaders  in  Tennessee  and 
Kentucky.  Please  keep  me  posted  on  upcoming 
events,  especially  those  in  North  and  South  Carolina. 

P.S.  Serving  as  Regional  Director  for  4B  has  been  an 
enlightening  experience  this  year.  Since  this  was  all 
new  to  me,  I  was  blessed  with  the  support,  guidance 
and  assistance  of  the  NFADB  Directors,  for  which  I 
am  truly  grateful.  Thanks,  you  guys! 

LINPA  5YLER.  REGION  5,  IL  IN  OH  MI  MN  WI 
phone  -  330-832-8251);  fax  -  330-832-1348); 
e-mail-  sylar@sssnetcom 

At  the  end  of  September,  I  attended  the  Advisory 
Board  meeting  in  Columbus,  Ohio  for  GLARCDBE 
(Great  Lakes  Area  Regional  Center  for  Deaf-Blind 
Education).  The  board  consists  of  parents  and 
professionals  in  the  Ohio  and  Wisconsin  service 
delivery  area.  Discussion  focused  on  the  needs, 
challenges  and  barriers  to  serving  individuals  with 
deaf-blindness  and  the  kinds  of  technical  assistance 
that  will  help  us  serve  those  needs  and  challenges  and 
surmount  those  barriers.  The  board  will  meet  in  the 
spring  in  Wisconsin. 

Sharon  Fiedler  shared  with  us  the  exciting  news  that 
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her  daughter  Jennifer,  who  is  deaf-blind,  has 
purchased  a  home  and  is  now  living  in  it  with  support 
staff.  Brianna  Bell,  a  9-year-old  student  at  Youtz 
School  in  Canton,  Ohio  was  recognized  for  her 
artwork  "The  Pink  Bedroom."  Her  work  was  selected 
as  a  winning  entry  in  the  1997  Helen  Keller  National 
Art  Show.  Congratulations  to  all! 

In  October,  I  traveled  to  my  first  NFADB  Board 
Meeting  at  the  Perkins  School  for  the  Blind.  Among 
all  the  new  information  I  received  are  copies  of 
"Empowerment  of  the  Blind"  and  "Equals  in 
Partnership."  Both  publications  will  be  of  help  to 
individuals  with  deaf-blindness  and  their  families. 
These  books  are  for  the  use  of  parents  and 
professionals  and  will  be  made  available. 

PAT  MCCALLUM.  REGION  6.  AR  LA  NM  OK  TX 

TEXAS  -  The  DBMAT  25th  Annual  Family 
conference,  "We  Are  All  Stakeholders,"  held  October 
10-12,  1997,  was  a  great  success.  Sixty-two  adult 
family  members,  62  children  with  sensory  disabilities 
and  their  siblings,  20  professionals  and  32  child  care 
workers  all  shared  this  rainy  weekend  at  Camp  John 
Marc.  In  spite  of  the  heavenly  downpours,  the  spirit 
of  the  conference  was  not  dampened.  DBMAT  was 
pleased  to  host  the  National  Technical  Assistance 
Consortium  (NTAQ  follow-up  Texas  Stakeholders' 
Meeting  where  it  was  the  consensus  that  DBMAT 
would  be  the  point  agency  for  technical  assistance  to 
help  reach  other  families  throughout  1998.  The 
conference  agenda  included  presentations  from  Joe 
McNulty,  Director  of  the  Helen  Keller  National 
Center;  Kathy  McNulty  and  Sandi  Baker  of  NTAC; 
Kate  Moss  and  Jean  Robinson  from  the  Texas 
Deafblind  Project  and  Dr.  Ed  Hammer  of  Texas  Tech 
School  of  Medicine. 

February  1 2th  will  mark  the  nineteenth  anniversary  of 
the  Texas  Interagency  Task  Force  for  Future  Services 
to  Deaf-Blind.  Various  state  agencies,  consumers  and 
parents  will  meet  to  discuss  service  delivery  for 
persons  with  deaf-blindness,  training  for  providers, 
networking  and  collaboration. 

On  February  13-14,  the  Texas  Deafblind  Project  will 
host  a  Symposium  on  Deafblindness  for 
approximately  400  participants.  Joe  McNulty,  HKNC, 


and  Ralph  Warner,  President  of  NFADB,  will  be 
keynote  speakers. 

KURT  KAVANAUGH.  REGION  7.  lA  KS  MO  NE 
Phone  816-333-8459;  fax  816-333-3369. 

On  September  26-28,  The  Children's  Center  for  the 
Visually  Impaired  in  Kansas  City  and  the  Delta 
Gamma  Center  in  St.  Louis  sponsored  a  retreat  for 
families  of  children  with  blindness  in  Missouri.  It 
was  held  at  Meramec  State  Park.  There  was  childcare 
provided  for  all  children  so  that  parents  would  be 
free  to  learn  from  the  lectures  and  speakers.  The 
keynote  speaker  was  Susan  LaVenture,  Executive 
Director  of  National  Association  for  Parents  of  the 
Visually  Impaired  (NAPVI).  Susan's  informative  talk 
focused  on  the  strength  and  power  of  families  and 
how  you  can  make  the  difference  in  the  life  of  your 
child.  I  found  the  message  to  be  applicable  for 
everyone.  Another  goal  of  the  weekend  was  to 
connect  with  each  other  from  across  the  state.  We 
definitely  achieved  that  goal. 

I  need  your  help!  As  of  this  writing,  I  am  not  aware 
of  any  formalized  parent  groups  in  any  of  the  states 
in  Region  7  -  Missouri,  Kansas,  Iowa  and  Nebraska.  If 
there  is  one  in  your  state,  please  let  me  know  so  I  can 
inform  the  rest  of  the  country  about  what  is  going  on 
with  your  group.  If  you  are  a  parent  who  would  be 
interested  in  organizing  a  group,  I  can  be  a  resource 
to  get  you  up  and  running.  If  you  are  a  Project 
Director  or  professional,  please  get  the  word  out  to  all 
families  about  how  NFADB  can  help.  Call  me  if  you 
need  more  brochures.  Finally,  if  you  are  a  parent  who 
wants  to  help  with  NFADB  in  any  way,  please 
advise  me  so  we  can  begin  to  work  together.  You  can 
contact  me  at  630  W.  68th  Terrace,  Kansas  City,  MO 
641 1 7.  I  look  forward  to  hearing  from  all  of  you  in 
the  coming  year.  Best  wishes  for  1 998. 

BARBARA  RYAN,  REGION  9,  AZ  CA  HI  NV 
GUAM  SAMOA  TRUST  TERRITORIES 
Phone/fax  760-752-8624 

On  August  13,  1997,  Arizona's  Deafblind  Project,  in 
collaboration  with  the  Rehabilitation  Services 
Administration  (RSA),  University  of  Arizona  and 
Community  Outreach  Program  for  the  Deaf,  hosted  a 
Deafblind  Statewide  Planning  Meeting.Jhe  purpose 
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of  the  meeting  was  to  identify  needs  and  gaps  in 
services  to  people  who  are  deaf-blind.  Seventeen 
people  attended  to  provide  input  and  identify 
needs.  The  information  gained  was  invaluable,  and 
the  evaluations  were  excellent. 

Arizona's  Deafblind  Project  hired  Mark  Campano 
to  fill  the  position  left  vacant  by  Emma  Wisely  in 
March  of  1995.  Mark  comes  to  the  project  with  a 
Master's  Degree  in  Education  for  Severe  Intensive 
Special  Needs  and  a  Certification  in  Deaf-Blindness 
from  Boston  College.  He  is  a  native  of  Massachusetts 
with  five-years  experience  working  with  deaf 
teenagers  who  are  emotionally  challenged, 
practicum  experience  with  students  who  are  deaf- 
blind  and  consulting  experience  with  the  New 
England  Center  for  Deaf-Blind  Services. 

California  welcomes  four  nationally  recognized 
leaders  in  deaf-blindness  to  California  Deaf-Blind 
Services  Project  (CDBS):  Drs.  Lori  Goetz,  Deborah 
Chen,  Barbara  Franklin  and  June  Downing.  CDBS 
will  be  sponsoring  six  satellite  teleconferences  over 
the  next  two  years.  The  teleconferences  will  focus 
on  six  "hot  topics"  and  may  be  available  to  those 
outside  of  California  who  have  access  to  download 
sites.  Check  out  the  CDBS  website  for  more 
information  at  www.CDBS.ORG 

The  advisory  team  for  California  School  of 
Professional  Psychology,  a  Helen  Keller  National 
Center  Affiliated  Program,  met  in  October  to  review 
the  1 996-97  activities.  The  focus  of  the  grant  is.. ."to 
develop  and  deliver  a  wide  variety  of  training 
materials  and  services  in  the  area  of  mental  health 
needs  for  persons  who  are  deaf-blind."  Mental 
health  is  an  area  of  tremendous  need,  but  one  that 
has  rarely  been  addressed  in  our  population.  The 
project's  activities  included: 

*  Conducted  focus  groups  and  individual  interviews 
of  individuals  who  are  deaf-blind  and  family 
members.  These  individuals  were  questioned  about 
stressors  they  face  related  to  their  own  or  their 
child's  deaf-blindness  and  their  suggestions  for 
others  who  may  be  dealing  with  similar  issues. 

*  Developed  and  taught  a  pilot  training  class  on 
"Living    With     Hearing    and     Vision     Loss"     for 
approximately  1 2  individuals. 

*  Provided    training    on    ^'Mental   Health    and 


Deafblindness:  A  Focus  on  Wellness'^  at  Gallaudet 
University.  The  proceedings  from  this  conference  will  be 
published  and  distributed.  Cathy  Kirscher  is  the  contact 
person  for  this  project.  She  can  be  reached  at  1-800-432- 

7619;  619-623-2777,  ext.  389  (voice);  619-554-1540  (TTY);  619- 
642-0266  fax;  ore-mail  CKIRSCHER@maiLCSPP.EDU 

CARRIE  MA5TEN,  REGION  10,  AK  ID  OR  WA 
Phone  '  425-397-0715;  fax  425-335-3411 

1  recently  assumed  a  newly  created  position  as  NFADB's 
Regional  Director  Coordinator.  Unfortunately,  that 
means  I  must  relinquish  my  role  as  Regional  Director.  If 
anyone  wants  to  be  actively  involved  in  supporting  the 
largest  national  network  of  families  who  focus  on  issues 
surrounding  deaf-blindness  and  is  interested  in  working 
with  a  terrific  group  of  people  from  around  the  country, 
we  invite  you  to  apply  for  the  position.  You  must  be  a 
Regular  member  of  NFADB  and  live  in  AK,  ID,  OR  or  WA. 
For  more  information,  please  see  the  ad  on  page  19. 

Now,  here's  what's  happening  around  Region  10: 
Alaska:  Alaska  Dual  Sensory  Impairment  (SDI)  Services  is 
sponsoring  a  course  during  the  Alaska  Statewide  Special 
Education  pre-conference,  February  7-8,  1998.  This  two- 
day  course,  entitled  "Encouraging  Use  of  Visual  and 
Compensatory  Skills  in  Children  with  Multiple  Disabilities, 
Including  Vision  and  Hearing  Loss"  will  describe  ways  in 
which  learners  with  visual  and  multiple  disabilities  can  use 
their  vision  and  other  senses  to  gather  information  about 
their  environment.  Participants  will  learn  five  ways  in 
which  the  environment  can  be  altered  to  facilitate 
visual  strategies  into  activities,  among  many  other  useful 
approaches.  The  course  instructor,  Irene  Topor,  pH.D.,  is 
an  Adjunct  Assistant  Professor  at  the  University  of  Arizona, 
Tucson.  She  has  published  and  presented  many  times  on 
the  practical  ways  in  which  parents  and  teachers  can  best 
work  with  children  who  have  sensory  impairments.  This 
course  is  open  to  all  interested  participants.  Stipends  will 
be  available  to  those  parents  and  professionals  living  in 
Alaska  who  are  involved  with  learners  who  are  dual- 
sensory  impaired. 

Oregon:  The  Statewide  Conference  for  Professionals  and 
Parents  of  Deaf  and  Hard  of  Hearing  is  occurring  May  1  -2, 
1998  at  the  Quality  Inn  in  Salem.  Entitled  "Joining 
Bridges  Into  the  21st  Century/  this  conference  will 
include  nationally  recognized  keynote  speakers, 
concurrent  sessions,  and  more.   Educators,  interpreters, 
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Deaf  Community  members,  administrators, 
paraprofessionals,  parents,  and  service  providers  are 
encouraged  to  attend.  Registration  information  will  be 
sent  out  in  January.  For  more  information,  please 
contact  Don  Lorenzen  @  503-378-3825. 

Washington:  As  we  enter  into  the  new  year.  Parents 
and  Friends  Together  for  People  with  Deaf-Blindness  is 
committed  to  further  building  a  strong  relationship 
among  families  who  have  children  with  deaf-blindness. 
This  is  an  active  organization  that  offers  parent-to-parent 
support,  an  informative  newsletter,  and  community 
awareness  of  the  needs  and  capabilities  of  people  with 
deaf-blindness.  For  information  about  membership, 
please  contact  Melanie  McClaire  at  8108  146th 
Court  NE,  Redmond,  WA  98052. 

Washington  State  Services  for  Children  with  Deaf- 
Blindness  is  already  busy  planning  for  1 998.  The  Annual 
Pilgrim  Firs  Retreat  will  be  held  April  24-26th  and  the 
Usher  Family  Retreat  will  be  held  the  weekend  of 
September  1 8th.  The  project  will  be  sending  out  more 
specific  information  to  each  family,  but  be  sure  to  mark 
your  calendars  now. 


NFADB  REGIONAL  DIRECTORS 
NEEDED 

NFADB  is  seeking  applicants  for  the  positions  of 
Regional  Director  (RD)  in  the  following  regions: 

Region  6  -  AR,  LA,  NM,  OK,  TX 
Region  8  -  CO,  MT,  NO,  SD,  UT,  WY 
Region  10 -AK,iD,OR,WA 

The  job  of  the  RD  Is  to  become  familiar  with 
resources  within  their  region,  and  to  provide 
information  to  state  organizations  and  the  families 
who  call  them.  They  will  also  identify  people  within 
each  state  who  are  available  to  give  family-to-family 
support  and  provide  "grass  roots"  linkages. 

To  request  an  application  packet,  please  contact: 
Barbara  Caudill,  NFADB,  1 1 1  Middle  Neck  Road, 
Sands  Point,  NY  11050. 

RDs  must  be  "Regular"  members  of  NFADB  and  live 
within  the  region  they  wish  to  represent. 


REPORT  FROM  THE  EDUCATION 
AND  INFORMATION  COMMITTEE 

submitted  by  Patricia  McCallum,  Interim  Chair 

WE  ARE  SADDENED  by  the  departure  of 
former  chair,  Janet  Stevens,  due  to  ill  health  and  a 
tremendous  personal  schedule.  We  will  miss  Janet's 
feistiness  but  she  is  not  off  the  hook  since,  as  an 
NFADB  Lifetime  Member,  we  will  continue  to  use 
Janet's  expertise  and  experience. 

Many  advocates  across  the  nation  addressed 
the  passage  of  the  Gorton  Amendment  to  the 
Senate  1998  Ubor/HHS/Education  Bill.  If  the 
amendment  stood  as  written,  many  services 
essential  to  persons  who  are  deaf-blind  would  have 
been  eliminated.  Once  advocates  caused  Senator 
Gorton  (R-WA)  to  become  aware  of  the  hazards,  he 
removed  the  rehabilitation  portion  of  this 
amendment  after  the  fact.  As  a  result  of  information 
sharing  and  education  by  advocates  for  people  with 
disabilities,  the  am.endment  was  not  supported  in 
the  Senate.  No  similar  amendment  was  submitted  in 
the  House  of  Representatives,  therefore  the  Gorton 
Amendment  died  and  was  not  included  in  the  final 
appropriations  bill. 

Good  news  regarding  the  appropriations 
process:  Congress  approved  significant  increases 
for  Special  Education  and  a  cost  of  living  increase 
for  Vocational  Rehabilitation  and  the  Helen 
Keller  National  Center  for  the  1998-99  Fiscal 
Year. 

Congress  took  their  holiday  recess  without 
considering  the  large  bill  on  "Workforce 
Consolidation"  which  includes  the  Vocational 
Rehabilitation  Act  during  this  session.  Further 
information  will  become  available  after  Congress 
returns  in  January  1 998. 

January  20,1998  is  the  end  of  the  90-day 
comment  period  on  the  published  proposed 
regulations  by  the  Secretary  of  Education  on  the 
Individuals  with  Disabilities  Education  Act  (IDEA). 
Both  the  National  Coalition  on  Deafblindness  and 
the  Consortium  of  Citizens  with  Disabilities  are  in 
the  process  of  developing  comment  papers  to  the 
proposed  regulations  which  will  be  submitted  to  the 
Secretary  in  January. 

NFADB  will  remain  vigilant  on  issues  which 
affect  persons  who  are  deaf-blind  and  their 
families.  i|. 


Mews  Prom  Advocates  for  Deaf-Blind 


19 


Winter  1997-9? 


MANAMAMMMMMMAMMMWMMMMMMMWMMMMWIMIMMAAMMMNMWNM'MMWM^^ 


SUPPORT  THE  NFADB! 
INDIVIDUAL  MEMBERSHIP  CATEGORIES 

REGULAR:  any  person  who  is  deaf-blind,  their  parent,  guardian  or 
family  member. 

□  On*  Year  $15     OThrec  Years  $30     □    Ufetime  $100 

PROFESSIONAL/ASSOCIATE:  individuals  interested  in  suF^xxting 

the  mission  and  purpose  of  the  Association. 

a  One  Year  $15     O  Three  Years  $30     □    Ufetime  $100 

ORGANIZATIONAL:  any  established  parent/family  organizations 
interested  in  supporting  the  mission  and  purpose  of  the  Association. 

□  One  Year  $100    □  Three  Years  $250 

O  SCHOLARSHIP:  I  am  an  individual  who  fits  the  Regular 
membership  category  and  am  requesting  a  "scholarship"  to  receive 
the  newsletter  for  a  one  year  period. 

ONLY  REGULAR  MEMBERS  ARE  ENTITLED  TO  VOTE  AND  ARE 
EUGIBLE  FOR  ELECTION  TO  OFFICE 

ALL  MEMBERS  AUTOMATICALLY  RECEIVE  OUR  NFADB 
MEMBERSHIP  KIT  AND  OUR  TRI-ANNUAL  NEWSLETTER 

CONTRIBUTING  SPONSORS:  those  involved  by  reason  of 
monetary  or  other  gifts  of  value  to  the  Association, 
n  Contributing  Sponsor  -  $ 


Name: 


Address: 

City: 
Phone:(_ 

) 

State: 
FAX:(     ) 

ZiD: 

Information  about  person  who  is  deaf-blind 

Name  

Birthdate:  


Relationship  to  you:  

Cause  of  deaf-blindness 


I  give  pemfiission  to  share  my  name  with  other  families 
whose  children  have  similar  etiologies  or  disabilities. 
□  Yes    ONo 

I  give  permission  to  include  the  above  information  in  a 
"Members  Only"  directory.    □  Yes    DNo 

NFADB  Newsletter  is  also  available  by  request  in 
BRAILLE,  on  disk  (WP5.1)  or  LARGE  PRINT. 

Please  return  with  check  or  money  order  payable  to 
"NFADB"  to:  NFADB/Membership,  111  Middle  Neck 
Road,  Sands  Point.  New  York  11050-1299. 
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Preside/it's  Report 

More  About  9EPs 

by  Ralph  Warner,  President,  NFADB 


In  previous  articles,  I  have  described  how  my  wife 
Candy  and  I  developed  a  comprehensive  lEP  for  our  8-year 
old  son,  Adam,  who  is  deaf-blind  with  cerebral  palsy.  This 
article  continues  that  discussion,  describing  in  detail  the 
specific  adaptations  and  equipment  actually  written  in  his  lEP. 

Adam  attends  the  Pennsylvania  School  for  the  Deaf 
and  is  included  in  a  regular  1st  grade  class  with  support.  An 
important  requirement  of  Adam's  program  is  that  all  staff 
need  to  be  aware  of  his  many  adaptations  and  how  to  work 
with  him.  Two  substitute  aides  have  been  specifically 
trained  to  work  with  Adam  should  his  one-to-one  aide  be 
absent.They  know  how  to  use  his  all  of  his  equipment, 
including  his  computer.  Adam's  teacher  schedules  time 
daily  and/or  weekly  to  work  individually  with  Adam. This 
personal  interaction,  in  conjunction  with  feedback  from  the 
aides  and  other  professionals,  allows  the  teacher  to 
constantly  monitor  Adams's  progress,  note  areas  of  difficulty 
and  keep  his  program  focused  on  meeting  his  needs..  The 
following  are  adaptations  and  equipment  as  outlined  in 
Adam's  lEP: 

Communication:  Response  time:  Adam  needs  extended 
time  to  form  signs  when  responding  to  questions.  The  staff 
also  needs  to  be  familiar  with  his  signs,  as  he  is  not  always 
consistent  with  sign  placement  or  hand  position. 
Computer:  Because  he  cannot  physically  control  a  pen  or 
pencil,  Adam  uses  a  computer  for  all  of  his  writing.  He  has 
his  own  computer  at  school  and  another  at  home  for 
homework.  His  keyboard,  made  by  Kenx,  is  larger  than  a 
standard  keyboard.  It  sits  on  a  portable  tray  attached  to  his 
wheelchair.  The  monitor  is  also  oversized  with  touch 
windows.  Both  computers  have  CD-ROM  drives.  His  school 
computer  has  a  scanner  so  that  his  class  work  can  be 
scanned  into  that  computer,  enlarged  and  adapted. 
CoWriter:  This  program  is  designed  to  help  Adam  with  his 
creative  writing  -  talking  about  his  feelings,  what  he  did  on 
the  weekend,  etc.  The  dictionaries  in  his  computers  have 
been  customized  with  lists  of  words  that  he  already  knows 
and  uses.  As  Adam  types  the  first  letter  of  a  word,  a  list  of  5 
possible  words  appears  on  the  screen.   By  touching  the 


screen  he  can  choose  which  word  he  wants  from 
the  list,  significantly  reducing  the  amount  of  time 
needed  to  type. 

Kid  Pix:  Adam  uses  this  drawing  program  in 
conjunction  with  Co-writer  to  compose  stories 
that  require  both  words  and  drawings. 
Spelling  tests:  these  can  be  administered  in  any  of 
three  ways  -1)  Adam  types  the  words  on  the 
computer  without  the  assistance  of  Co-Writer;  2) 
Adam  fingerspells  the  words  (while  an  aide  holds 
his  wrist  to  provide  him  with  more  stability)  or  3) 
he  is  presented  with  a  choice  of  three  to  five 
wooden  alphabet  blocks  from  which  he  selects 
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The  National  Family  Association  for  Deaf-Blind  (NFADB) 
supporting  persons  who  are  deaf-blind  and  their  families. 

A  non-profit  national  fan^ily  organization  established  in  1994.  The 
philosophy  of  the  Association  is  that  "individuals  who  are  deaf- 
blind  are  valued  members  of  society  and  are  entitled  to  the  same 
opportunities  and  choices  as  other  members  of  the  community." 
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expressed  in  the  newsletter  do  not  necessarily  reflect  the  opinions  of 
NFADB,  HKNC  or  Hilton/Perkins. 


AT  OUR  MARCH  BOARD  MEETING,  Region  1 

RD  Audrey  Knowles  submitted  a  letter  of  resignation  which  was 
regretfully  accepted.  Clara  Berg  also  announced  her  intention  to 
Step  down  from  her  position  as  RD  for  Region  2.  Our  thanks  to 
both  of  them  for  jobs  well  done.. .Our  General  Membership 
meeting  will  be  held  August  1st  in  St.  Louis.  See  the  announce- 
ment on  page  3  for  more  information.  Members  were  mailed 
nomination  forms  for  the  RD  positions.  Nominees  will  be 
announced  and  the  vote  will  take  place  through  the  mail  and  at 
the  general  meeting. 

Also  at  our  March  meeting,  we  met  with  John  Reiman 
and  Betsy  McGinnity  from  DB-LINK.  We  spent  quite  a  bit  of 
time  discussing  this  project  and  how  to  get  the  word  out  to 
parents  about  this  great  resource.  Starting  in  this  issue,  we  will 
have  a  regular  column  about  DB-LINK.  DB-LINK  staff  will 
supply  us  with  a  common  question  they  receive  from  parents/ 
family  members,  and  their  response.  If  any  of  you  have  ques- 
tions about  DB-LINK,  please  feel  free  to  contact  them  or  us. 

Barbara  Caudill,  RD  from  Region  3,  and  Barbara  Ryan, 
RD  from  Region  9,  attended  the  American  Association  of  Deaf- 
Blind  National  Conference  in  Connecticut  June  13-19. 

In  July,  the  Department  of  Education  is  sponsoring  a 
three-day  meeting  in  Washington,  D.C  Invited  representatives 
from  various  programs  serving  those  who  are  deaf-blind  will  be 
there  including  myself  and  Linda  Syler  representing  NFADB, 
leaders  of  the  National  Coalition  of  Deaf-Blindness,  University 
Training  Programs,  National  Technical  Assistance  Consortium, 
DB-LINK,  the  American  Association  of  Deaf-Blind,  State  Direc- 
tors and  307.11  project  staff,  and  other  demonstration  projects. 
This  group  will  give  input  to  the  Department  of  Education 
regarding  the  structure  of  deaf-blind  programs  to  be  funded 
through  IDEA.  Because  authorization  for  the  majority  of  pro- 
grams supported  by  the  $12.8  million  expires  September  30, 
1999,  the  department  is  seeking  input  and  specific  recommen- 
dations regarding  programming  for  children  and  youth  who  will 
be  served  under  IDEA.  We  will  discuss  what  works  and  doesn't 
work,  what  programs  of  the  future  should  look  like,  research 
priorities  and  new  programs.  This  is  a  very  positive  effort  for  our 
field,  representing  a  collaborative  planning  effort  among  par- 
ents, professionals  and  consumers. 

Carrie  Masten,  Regional  Director  Coordinator,  and  I  will 
be  representing  NFADB  at  the  Canadian  Deafblind  and  Rubella 
Association  Conference  in  Ontario  in  August.  We  will  be  doing 
a  presentation  on  the  importance  of  parent  support  groups  and 
working  with  professionals. 

NFADB  is  working  to  develop  a  website,  but  in  the 
meantime,  Nancy  Ann  Sherman  has  volunteered  her  e-mail 
address  for  NFADB  newsletter  business.  If  you  have  newsletter 
questions  or  would  like  to  submit  an  article  (hint,  hint),  you  can 
reach  Nancy  Ann  at  NAnnSherm(a)aol.com. 
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MEET  U5  IN  ST.  LOUIE,  LOUIE! 

for 

NFAP5'5  GENERAL  MEMBERSHIP  BU5INE56  MEETING 

SATURDAY,  AUGUST  1.  1993,  12:50  -  2:00  P.M. 

at  the  SHERATON  WE5TP0RT  HOTEL 

Legfn  what's  new,  be^f  cotnmiiicG  reports,  eled  Regional  Direciors 

Lunch  proviM  for  NFADB  membei-s 

Additional  lunches  mgy  be  purchased  prior  io  meeting. 

HOPE  TO  SEE  YOU  THERE! 


1998  HELEN  KELLER  FESTIVAL 

by  Nancy  Ann  Sherman,  MS 

Helen  Keller  was  born  and  raised  in  Tuscumbia, 
AL,  a  small  town  in  northwest  Alabama.  It  was  there  that 
she  learned  to  communicate  through  the  tireless  efforts 
of  her  equally  famous  teacher,  Annie  Sullivan.  Each  year, 
thousands  of  visitors  from  around  the  world  come  to 
Tuscumbia  to  participate  in  the  Helen  Keller  Festival, 
which  celebrates  the  achievernents  of  this  remarkable 
woman  who  has  come  to  be  known  as  America's  "First 
Lady  of  Courage." 

The  festival  is  held  the  last  weekend  in  June  and 
remains  a  volunteer  project.  Over  50,000  people 
participate  in  a  variety  of  events  including  a  parade 
through  downtown  Tuscumbia,  stage  entertainment,  arts 
and  crafts,  a  tour  of  historic  sites,  puppet  shows,  a  sports 
tournaments  and  athletic  events.  This  year's  festival 
marks  the  beginning  of  the  37th  annual  outdoor 
performance  of  William  Gibson's  play  "The  Miracle 
Worker"  on  the  grounds  of  Helen  Keller's  home.  Ivy 
Green.  This  well-known  play,  performed  with 
professional  actors  in  authentic  costumes,  carries  the 
audience  through  the  daily  disappointments  and 
eventual  breakthrough  to  the  young  Helen  under 
Annie's  guidance. 

For  information  on  festival  events  and/or  advance 
ticket  sales  to  the  play  (which  includes  a  tour  of  Ivy 
Green),  call  205-383-4066  or  write  P.O.  Box  28, 
Tuscumbia,  AL  35674. 

(Ed.  note:  See  related  article  on  the  Alabama  Helen  Keller  Art  Show  on  page  8.) 


Celebrate 

Deaf-Blind  Awareness  Week 
in  your  connmunity 

June  21-27,  1998 

Raise  awareness  through: 

Proclamations 

Newspaper  Articles 

Public  Service  Announcements 

Community  Activities 


Celebrate 

Helen  Keller's  Birthday 

June  27th 
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BOOK  REVIEW 

Special  Children,  Challenged  Parents 

By  Carrie  Masten,  Parent  WA 


Special  Children.  Challenged  Parents  by  Robert 
Naseef,  Ph.D,  is  a  book  that  every  parent  should 
receive  upon  hearing  that  their  child  has  special 
needs.  Had  I  been  handed  this  book  when  my  son 
was  diagnosed  with  his  disabilities,  I  would  have 
been  better  prepared  for  the  extreme  emotions  and 
energy  needed  to  endure  the  intensity  that  would 
soon  follow.  Even  now,  after  almost  seven  years  of 
travelling  this  road,  I  find  great  comfort  in  rereading 
this  compelling  book. 

One  of  my  favorite  excerpts  in  the  book  is 
about  something  we  have  all  probably  been  told  by 
well  meaning  people  trying  to  comfort  us  during  this 
difficult  time.  You  know  the  saying  -  "God  gives 
special  children  to  special  people."  I  myself  find  no 
particular  comfort  in  this  statement,  and  in  fact, 
usually  resent  it.  It's  fine  for  whomever  can  truly 


believe  it,  since  that  person  will  feel  no  pain,  but  I 
can't  believe  that  God  or  any  Higher  Power  would 
do  such  a  thing.  I  do  believe  that  my  experiences 
with  my  son  have  transformed  me  and  made  me 
somewhat  special.  I  only  wish  there  had  been 
another,  easier  way  to  have  accomplished  this. 

Naseef  uses  everyday  language  to  help 
parents  loving  a  child  with  any  disability  to  come  to 
terms  with  the  grief,  anger  and  depression  they  may 
encounter  along  this  journey.  He  openly  shares  his 
story  of  lost  dreams  and  how  he  discovered  new 
ones.  He  lets  us  know  that  feeling  devastated  at 
losing  that  "perfect"  child  is  OK  and  that  there  is 
relief  in  acknowledging  these  negative  feelings.  It  is 
from  there  that  we  can  grow.  We  can  now  accept 
and  create  new  hope  for  the  child  we  have  been 
given. 


BROWSIN'IN  THE  BOOK  AISLE 


GAMES  FOR  PEOPLE  WITH  SENSORY 
IMPAIRMENTS  Strategies  for  including  Individuals  of  All 
Ages  (1996)  by  Lauren  J.  Lieberman  and  Jim  Cowart, 
Human  Kinetics,  P.O.  Box  5076,  Champagne,  IL  61825- 
5076;  1-800-747-4457;  e-mail:  humank@hkusa.com 

The  focus  of  this  book  is  fitness,  recreation  and 
aquatic  activities  for  elementary  through  high 
school  youth  who  are  blind,  deaf-blind  or 
multihandicapped.  Each  activity  or  game  has  a 
description,  goal,  objective,  list  of  equipment, 
setup  information,  adaptations  and  other 
suggestions  as  appropriate.  One  chapter  describes 
general  and  specific  considerations  for  adapting 
activities  while  another  describes  instructional 
strategies.  The  person(s)  who  developed  or 
submitted  the  activity  and  their  affiliation  is  listed. 
Black  and  white  photos  and  diagrams  accompany 
text  and  are  very  helpful. 


LIVING  WITH  A  BROTHER  OR  SISTER  WITH 
SPECIAL  NEEDS.  A  Book  for  Sibs    (Second  Edition, 
1996)  by  Donald  Meyer  and  Patricia  Vadasy,  $14.95; 
University  of  Washington  Press,  P.  O.  Box  50096, 
Seattle,  WA  98145-5096,  1-800-441-4115. 

This  book  focuses  on  the  intensity  of  emotions  that 
brothers  and  sisters  experience  when  they  have  a 
sibling  with  special  needs  and  the  hard  questions 
they  ask.  Written  for  young  readers,  this  book 
discusses  specific  disabilities  in  easy  to  understand 
terms.  It  talks  about  the  good  and  not-so-good 
parts  of  having  a  sibling  who  has  special  needs  and 
offers  suggestions  for  making  life  easier  for 
everyone  in  the  family.  Includes  revised  and 
updated  sections  on  attention  deficit  hyperactivity 
disorder,  fetal  alcohol  syndrome,  fragile  X 
syndrome,  traumatic  brain  injuries,  ultrasound, 
speech  therapy,  legislation  on  disabilities  and  an 
extensive  bibliography. 
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LEARNING  ABOUT: 


Compiled  by  Nancy  O  'Donnell,  Editor 

Cortical  visual  impairment  (CVI),  also 
referred  to  as  cortical  blindness,  is  reported 
to  be  the  leading  cause  of  visual  impairment 
in  developed  countries.  It  is  different  from 
other  conditions  causing  blindness  in  that  the 
eye  itself  is  structurally  sound  -  in  fact, 
children  with  CVI  often  don't  "look"  blind. 
Although  they  may  appear  to  be  looking 
directly  at  others,  the  visual  input  is  unable 
to  be  processed,  or  is  processed 
inadequately  or  inconsistently,  because  of 
damage  to  the  parts  of  the  brain  that  receive 
and  interpret  visual  information.  Other 
observable  vision  behaviors  include:  inability 
to  visually  track  an  object,  a  short  visual 
attention  span,  using  peripheral  vision  to 
look  at  an  object,  looking  at  and  then  away 
from  an  object  several  times,  reaching  for  an 
object  while  looking  away,  and  getting  very 
close  to  an  object  (this  may  serve  to  block 
out  background  visual  information). 

CVI  can  occur  in  children  and  adults 
and  is  most  often  caused  by  a  lack  of  oxygen 
to  the  brain.  This  can  occur  during  or  shortly 
after  birth  or  as  a  result  of  encephalitis, 
meningitis,  cardiac  arrest,  trauma(can  be  as  a 
result  of  "shaken  baby  syndrome"), 
infections,  drugs  and  poisons.  Because  of  the 
serious  nature  of  the  insult  to  the  brain, 
many  with  CVI  demonstrate  other  sensory, 
motor  and  central  nervous  system  problems 
including  epilepsy,  spasticity,  hearing  loss, 
learning  problems,  emotional  problems  and/ 


or  autistic-like  behaviors.  It  is  important  to  remember  that  persons 
with  CVI  may  also  have  other  conditions  which  cause  vision  loss. 

What  is  interesting  and  unique  about  the  child  with  CVI  is 
that  their  visual  functioning  often  improves  over  time.  The  reasons 
for  this  are  not  fully  understood.  There  are  reports  of  children 
"suddenly"  being  able  to  see  at  4,  7  or  1 0  years  of  age.  Some 
theorize  that  this  may  be  triggered  as  a  result  of  long-term 
bombardment  of  tactile,  kinesthetic  and  auditory  information.  It 
is  also  possible  that  alternative  areas  in  the  brain  have  finally  taken 
over  the  function  of  the  damaged  area(s)  or  that  areas  that 
experienced  trauma  have  had  a  chance  to  heal. 

A  significant  characteristic  of  CVI  is  that  visual  awareness 
seems  to  fluctuate  on  a  daily,  hourly  or  even  minute-to-minute 
basis.  It  is  possible  that  the  damaged  part(s)  of  the  brain  that 
handle  visual  messages  become  overloaded  and  shut  down, 
either  partially  or  totally.  It  may  also  be  that  the  vision 
interpretation  center  has  a  poor  capacity  for  interpreting 
messages.  Although  a  third  of  children  with  CVI  have 
photophobia  (fear  of  light),  many  others  compulsively  gaze  at 
bright  lights,  the  sun  or  fluorescent  lighting.  Observation  of  this 
behavior  often  helps  in  the  diagnosis  of  CVI. 

In  order  to  stimulate  visual  development  in  children  with 
low  vision,  teachers  and  parents  often  try  to  establish  a  visually 
diverse  and  stimulating  environment.  However,  children  with  CVI 
often  become  overwhelmed  in  these  enriched  environments  and 
subsequently  shut  down.  An  organized,  predictable  and  simple 
environment  can  be  much  more  effective.  This  might  include 
using  solid  backgrounds  to  provide  high  visual  contrast,  playing 
with  one  item  at  a  time  or  feeding  with  a  bottle  of  a  primary  color 
Many  children  seem  to  respond  well  to  reds  and  yellows  rather 
than  black  and  white  objects.  Some  toys  may  be  too  abstract  to 
interpret.  Rather,  authentic  tactile  cues  can  be  given  to  indicate 
daily  activities,  such  as  a  keyring  for  a  car  ride,  a  brightly  colored 
wash  cloth  or  scented  soap  for  bath  time,  or  a  spoon  to  indicate 
meal  time.  Care  must  be  taken  not  to  overstimulate  the  student, 
especially  those  prone  to  seizure  activity.  Intermittent  work  breaks 
may  be  necessary  to  reduce  visual  fatigue.  Repetetition  provides 
familiarity  and  security  for  the  child.  It  can  also  foster  responses. 

Providing  a  verbal  description  of  what  the  child  is  looking 
at  may  aid  in  the  ability  to  see.  Touching  and  exploring  real 
objects  in  natural  settings  and  sequences  also  seems  to  support 
and  enhance  the  abstract  visual  and  cognitive  systems. 

We  invite  parents  and  family  members  to  write  to  us  - 
share  your  observations  and  experiences  working  and  living  with 
your  family  member  with  CVI. 

(Ed  note:  Thanks  to  the  staff  of  DB-LINK  who  provided  resource  materials  for  this  article.) 
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When  DB-LINK  was  funded  in  late  1992,  the  driving 
premise  behind  the  concept  of  a  clearinghouse  was  that 
accessible  information  could  make  a  difference  in  tlie  lives  of 
children  and  families  dealing  with  deaf-blindness.  Over  the 
past  six  years,  DB-LINK  staff  have  concentrated  their  efforts 
towards  building  a  service  that  could  both  respond  to  and 
anticipate  the  needs  of  our  consumers.  Our  shelf  space  has 
grown,  our  file  cabinets  are  now  fiill  and  our  computers  are 
much  faster  than  when  we  first  set  up  our  800  #,  but  our  service 
still  remains  much  the  same. 

When  someone  contacts  us,  whether  it  be  via  the  800#, 
e-mail,  or  TTY,  DB-LINK  Information  Specialists  make  use  of 
a  wide  range  of  materials  and  resources  to  build  an  informed 
response  that  will  meet  the  callers  needs.  That  response  could 
include  articles,  fact  sheets,  information  from  the  Internet  or 
other  online  resources,  lists  of  additional  contacts  and 
consultants.  That  response  could  also  come  from  information 
specialists  located  at  any  one  of  the  three  agencies  that 
cooperate  to  form  DB-LINK:  Helen  Keller  National  Center, 
Perkins  School  for  the  Blind  and  Teaching  Research. 

Not  only  do  we  collectively  have  one  of  the  larger 
collection  of  materials  related  to  deaf -blindness,  but  our 
resources  also  allow  us  to  answer  more  general  types  of 
questions  such  as  Where  can  I  find  the  most  current  version  of 
the  new  IDEA?,  What  financial  aid  or  scholarships  are 
available  for  my  son  to  go  to  college?  and  What  companies 
make  adaptive  clothing?  The  Internet  has  provided  us  with  a 
remarkable  opportunity  to  make  our  materials  even  more  widely 
available.  Our  web  site  includes  full  text  versions  of  all  of  our 
fact  sheets,  selected  lists  of  materials,  and  access  to  our  Catalog 
database  (materials)  and  our  Resource  database  (services  and 
contacts).  We  also  contribute  to  the  publication  Deaf-Blind 
Perspectives.  All  of  our  services  are  free  of  charge. 

As  part  of  our  effort  to  make  information  about  deaf- 
blindness  more  accessible,  DB-LINK  has  published  a  series  of 
fact  sheets  that  provide  information  about  particular  aspects  of 
deaf-blindness.  They  include:  Overview  on  Deaf-Blindness, 
Communication  Interaction:  It  Takes  Two,  Early  Interactions 
With  Children  Who  Are  Deaf-Blind,  Expressive 
Communication,  Receptive  Communication,  Psychological 
Evaluation  of  Children  who  are  Deaf  Blind,  Recreation  and 
Leisure,  Talking  the  Language  of  the  Hands  to  the  Hands:  The 
Importance  of  Hands  for  the  Person  who  is  Deafblind. 

We  welcome  your  suggestions  and  look  forward  to 
your  requests.  In  future  issues  of  this  newsletter  we  will 
continue  with  an  ASK  DB-LINK  column.  To  contact  us  or  to 
receive  a  complete  set  of  our  fact  sheets:  Phone:  (800)  438-9376 
(Voice);  (800)  854-7013  (TTY);  Mail:  DB-LINK,  Teaching 
Research,  345  N.  Monmouth  Ave.,  Monmouth,  OR  97361 
E-mail:  DBLINK^tr. wou.edu 
Internet:  www.tr.wou.edu/dblink/ 


In  Cooking,  Timing  is  Ei/erythingl     © 


How  does  a  cook  who  is  deaf-blind  know  when  their 
cake  has  been  baking  for  35  minutes?  Well,  he  could 
keep  checking  his  Braille  watch.  An  easier  way,  though, 
would  be  to  wear  a  timer  around  his  neck. 

The  Cordon  Timer  is  one  of  the  most  popular 
devices  used  by  cooking  students  in  the  kitchen  of  the 
Independent  Living  Department  at  the  Helen  Keller 
National  Center.  The  pocket-sized  timer  looks  much 
like  a  "soap  on  a  rope"  and  can  be  set  for  intervals  of 
up  to  one  hour.  Large,  dark  numbers  on  a  white 
background  are  accessible  to  the  person  with  low 
vision.  For  tactile  reference,  the  perimeter  of  the  timer 
can  be  marked  with  Hi  Marks  in  5-  or  10-minute 
intervals.  A  different  tactile  mark,  such  as  Maxi  Dots, 
can  be  placed  on  the  "zero"  point  for  orientation 
purposes.  Its  long  ring  conveys  a  gentle  vibration, 
letting  the  cook  know  that  time  is  up! 

The  timer,  available  for  under  $20,  can  be 
purchased  through  Independent  Living  Aids,  27  East 
Mall,  Plainview,  NY  11 803;  1-800-537-2118  or  fax 
516-752-3135. 

Happy  cooking! 


NETWORK  NEIGHBORS 


Because  the  number  of  individuals  with  deaf-blindness  is 
so  small  and  geographically  spread  out,  it  is  oflen  difficult 
for  parents/family  members  to  find  someone  in  their  own 
area  with  whom  they  can  share  conversations,  common 
experiences  and  resources.  This  column's  purpose  is  to 
put  people  with  similar  experiences  in  touch  with  each 
other.  Submit  responses,  announcements,  and  questions  to 
NFADB  Editor,  111  Middle  Neck  Road,  Sands 
Point,NY,  11050. 

Looking  for  Rose  Nasurra 

I  am  \ook\nq  for  Koee  Nasurra.  We  met  at 
Ferk\r\e  School  for  the  &\\r\d  when  our  children 
attended  school  together. 

Also,  my  daughter  Susan,  deaf-blind  from 
congenital  rubella  eyndrome,  is  now  35-  years  old 
and  demonetratlnq  some  self-abusive  behaviors.  She 
cries  as  if  she  is  in  pain  but  physical  exams  have  not 
uncovered  any  medical  conditions.  I  would  like  to  talk 
to  any  parents  with  children  In  similar  situations. 

Jean  Bariteau 


Mews  Prom  Advocates  for  Deaf-Blind 


Summer  199? 


Fat^ilvf  )ovir>i^l  -  The  Browns 

by  Norman  Brown,  Parent,  United  Kingdom 


The  following  was  presented  by  Mr.  Brown  at  the  Fourth 
Conference  on  Deafblindness  on  July  23,  1997  in  Madrid. 


My  deafblind  child  is  now  a  deafblind  adult.  What  does  that 
mean  to  me  and  what  does  that  make  me? 

I  am  going  to  speak  to  you  as  if  I  am  thinking  out  loud 
about  my  son  Stephen,  who  is  deafblind,  as  if  it  is  that 
time  of  transition  from  a  school  to  an  adult  placement. 
I  did  not  in  fact  think  so  clearly  when  it  was  really 
happening,  so  I  am  cheating  by  using  hindsight  and 
the  experience  of  other  parents  to  share  some 
thoughts  with  you. 

Much  of  my  life  has  been  a  struggle  to  find 
help  to  move  Stephen  further  towards  independence 
and  I  have  been  amazed  at  the  progress  that  can  be 
made.  Along  the  way,  I  have  learned  much  about  him, 
the  heights  of  courage  and  forgiveness  that  have 
enabled  him  to  cope  with  us  all,  and  the  depths  of 
frustration  and  distress  when  he  was  lost  and 
misunderstood  in  the  world  we  have  created.  Along 
the  way,  I  learned  much  about  myself.  Taken  beyond 
my  own  strength  and  understanding  to  depths  and 
heights  I  could  not  have  guessed.  We  have  meant  a  lot 
to  one  another  and  we  have  greatly  influenced  one 
another's  lives  and  personal  development. 

Although  he  still  has  relatively  few  skills  that 
would  enable  him  to  feed,  clothe  and  occupy  himself, 
he  has  learned  to  trust  and  to  like  others  and  he  has 
certainly  attracted  much  love  from  many  people  along 
the  way.  He  no  longer  finds  in  me  his  sole  source  of 
comfort  and  reassurance.  He  no  longer  needs  me 
around  to  be  happy  and  engaged.  So,  he  has  in  fact 
the  basis  of  real  independence  -  he  has  emotional 
independence  and  the  capacity  to  form  new 
relationships. 

My  puzzle  is  to  see  him  not  as  a  dependent 
child  in  an  adult's  body  but  as  a  dependent  adult  -  as 
physically  developed  as  he  is  likely  to  become  yet 
unable  to  be  fully  responsible  for  himself.  In  the 
spectrum  between  complete  independence  and 
complete  dependence,  he  is  far  closer  to  the 
dependence  end  than  I  am.  My  struggle  is  not  in 
moving  from  "overprotective  parent"  to  "  parent  of  an 
independent    adult"     but    in    allowing    his    main 


dependence  to  be  transferred  to  others. 

It  is  a  little  like  the  change  from  mother  to 
mother-in-law,  from  father  to  father-in-law.  And  yet 
even  that  comparison  is  not  accurate.  The  new  carers 
do  not  have  the  rights  of  a  son-in-law  or  a  daughter-in- 
law;  they  were  not  chosen  by  my  son  for  that  role.  Yet 
in  fact  they  often  exercise  far  more  rights  than  a 
married  partner  would  dare  to  exercise. 

It  is  not  correct  to  speak  of  his  living  an 
independent  life  with  support.  He  has  to  live  a 
dependent  life  even  with  support. 

His  new  placement  may  be  right  for  him,  but  I 
am  not  there  to  judge  for  myself  and  he  cannot  phone 
or  write  to  me  unaided.  You  see,  basically,  if  he  is 
happy  then  I  am  happy.  If  he  is  distressed  then  I  am 
distraught.  But  how  am  I  to  know?  All  I  have  to  go  on 
is  other  people's  interpretations.  Communication! 
How  I  miss  direct  communication. 

Perhaps  what  I  also  miss  is  his  rebellious 
assertion  of  his  own  changed  dependence,  like  the 
discussions,  arguments  and  reassurances  I  had  with  his 
sister.  Perhaps  I  miss  his  telling  me  to  go  away  and  get 
on  with  my  life  and  stop  worrying  about  him.  The 
evidence  of  my  child's  readiness ,  even  need,  to  break 
away  from  me  comes  after  and  not  before  the  break. 

Only  he  is  the  truly  believable  witness.  I  need 
the  pain  of  seeing  him  forming  happy  relationships 
with  others,  enjoying  new  experiences  in  a  wider  and 
more  exciting  world  than  I  was  able  to  provide.  I  need 
to  see  and  feel  that  and  to  realize  that  it  is  good. 

Evidence  will  come  in  the  strangest  ways. 
When  Stephen  went  to  his  adult  placement,  all  his 
state  benefits  went  with  him,  along  with  most  of  his 
clothes  and  other  personal  possessions.  One  of  the 
things  his  young  carers  did  with  his  benefits  was  to 
take  him  out  shopping  to  update  his  wardrobe.  When 
he  next  came  home,  I  was  stunned.  He  looked 
wonderful  -  smart,  fashionable,  more  truly  a  young 
man  than  he  had  ever  been  before.  I  was  proud  to  be 
seen  with  him.  It  was  not  that  I  had  dressed  him  badly, 
it  was  that  he  was  a  generation  more  modern  than  I 
was,  and  so  were  his  carers.  I  had  got  it  half  right;  they 
had  got  it  exactly  right.  This  was  on  top  of  the 
evidence  of  skill  acquisition  and  general  well-being 

(continued  on  page  JO) 
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Deaf-Blind  Perspectives  is  a  free  journal-like  publication, 
sponsored  by  Teaching  Research,  that  focuses  on  all 
pertinent  issues  important  to  people  who  are  deaf-blind, 
and  the  people  who  serve  them.  Deaf-Blind  Perspectives  is 
dedicated  to  facilitating  improved  service  delivery, 
limiting  cross-purpose  advocacy,  and  encouraging  the 
sharing  of  ideas  among  all  deaf-blind  groups  through 
accurate  and  contemporary  information.  Deaf-Blind 
Perspectives  spans  the  entire  age  range  from  birth  to 
senior  citizen  and  includes  discussions  about  those  who 
are  deaf-blind  and  cognitively  able  and  those  who  are 
deaf-blind  and  cognitively  disabled.  Articles  encompass 
early  intervention,  transition,  communication  techniques, 
parental  concerns,  syndrome  characteristics,  community 
living  options,  socialization,  etc.  DB-LINK  and  NTAC  are 
regular  contributors  to  the  newsletter. 

All  issues  of  Deaf-Blind  Perspectives  are  available  at  http:/ 
/www.tr.wou.edu.  If  you  would  like  a  free  subscription  to 
Deaf-Blind  Perspectives,  please  send  the  following 
information: 


Name_ 
Agency 
Street  _ 

City 

State 


Zip 


Country  (if  other  than  U.S.)_ 
E-mail 


Please  specify  preferred  format 

Grade  2  Braille  Large  print 

ASCII  e-mail  or  3.5"  disk  Standard  print 


Send  to: 

Deaf-Blind  Perspectives 

Teaching  Research 
345  N.  Monmouth  Ave 
Monmouth,  OR  97361 


TTY:  800.854.7013 
Fax:  803.838.8150 


Voice:  800.438.9376 
E-mail:  dbp@tr.wou.edu 


Deaf-Blind  Perspectives  i.s  a  free  publication,  published  three  times  yearly  by 
the  Teaching  Research  Division  of  Western  Oregon  State  College.  The 
Pfwitioas  expres.sed  in  Deaf-Blind  PcTspectives  are  those  of  the  author(s)  and 
<kj  not  neces-sarily  reflect  the  position  of  the  Teaching  Research  Division  or 
the  U.S.  Department  of  Exiucation. 


UcCcn  KcCtcR  NdnonAC 
A-Rr  Shoui 

by  Nancy  Ann  Sherman,  MS 


k 


The  1998  Helen  Keller  National  Art  Show, 
presenting  the  winning  entries  of  various  media  of  art 
by  children  who  are  visually  impaired,  blind  and 
deaf-blind  across  the  nation,  opened  January  25, 

1998  at  the  Birmingham  Civil  Rights  Institute.  The 
artwork  is  unique  with  emphasis  on  creativity,  color 
and  tactile  media.  Art  is  solicited  from  children  of  all 
ages  who  are  visually  impaired,  blind  and  deaf-blind 
in  the  state  public  and  residential  schools.  The  show 
began  its  national  tour  in  April.  The  art  work  was 
displayed  at  the  UPS  World  Headquarters  and 
BellSouth  Corporation  Headquarters,  both  in  Atlanta, 
GA,  and  at  the  75th  Anniversary  Conference  of  the 
Council  for  Exceptional  Children  in  Minneapolis, 
MN.  At  the  conclusion  of  the  tour,  the  art  work  will 
be  on  display  at  the  Helen  Keller  Festival  in 
Tuscumbia  through  June  27,  1998.  In  July,  the  art 
work  will  travel  to  Washington,  D.C.  where  it  will  be 
placed  on  display  at  the  Washington  National 
Cathedral.  It  will  then  be  placed  on  loan  to  each 
child's  congressperson  or  senator  for  one  year. 

The  grand  prize  "Patty  Johnson  Award"  went 
to  Max  Sangster  for  his  entry  "Turkey  Trot."  It 
remains  in  a  permanent  collection  at  Ivy  Green, 
Helen  Keller's  birthplace  in  Tuscumbia.  Max  and  his 
family  will  be  participants  in  the  Helen  Keller  Festival 
Parade  and  the  opening  night  performance  of  The 
Miracle  Worker  on  June  26th.  "O'Keefe  Flowers"  by 
Andre  White  was  selected  for  the  Purchase  Award. 
Other  entries  will  be  auctioned  by  silent  bid  and  at 
the  Festival  on  June  28th,  with  proceeds  going  to  the 

1999  framing  and  tour.  The  1998  Alabama  Helen 
Keller  Art  Show  is  dedicated  in  memory  of  Mrs.  Patty 
Johnson,  niece  of  Helen  Keller. 

The  show  is  sponsored  by  the  Division  of 
Visual  Impairments  of  the  Council  for  Exceptional 
Children  and  the  Liz  Moore  Low  Vision  Center 
through  the  East  End  Memorial  Foundation  in 
Birmingham,  AL.  For  more  information  on  the 
show,  contact  Mary  Lowery  at  205-838-3457.       4. 


When  5harin(g  or  copying  \nform3t\or\  and  an\c\e5 
from  our  newsletter,  please  credit  News  From 
Advocates  for  Peaf-l^lmd  as  the  source.  Thanks' 
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Ml  in  -hKe  FarAily  Includes^SBLINGS  TOO 

by  Peggy  Sue  Campbell 


Today's  author,  Peggy  Sue  Campbell  is  the  youngest  sister 
of  Nancy  Ann  Sherman  (RD  for  Region  4A  and  coordinator 
of  NFADB's  Sibling  Column)  and  Sara  jane  Campbell,  who 
is  deaf-blind. 


I  have  struggled  for  many  years  to  figure  out  what  I 
would  "be"  when  I  grew  up.  As  the  youngest  child  in 
my  family,  I  wondered  when  I  would  be  like  my  older 
sister,  Sara  jane.  You  see,  I  thought  she  was  normal 
and  that  being  deaf-blind  was  a  stage  in  life  between 
puberty  and  adulthood.  I  believed  everyone  went 
through  this  stage  and  then  grew  out  of  it.  I  was  never 
really  sure  as  to  how  old  you  had  to  be  to  reach  that 
stage  in  life. 

I  had  many  of  those  deep  questions  about  my  sister 
when  I  was  growing  up.  My  family  thought  it  was 
comical  but  I  truly  did  not  have  a  clue.  I  knew  Sara 
Jane  was  different  but  I  thought  everyone  had  a  sister 
like  her.  I  was  in  junior  high  school  before  I  realized 
that  I  had  a  special  sister.  I  probably  would  not  have 
realized  it  then  if  someone  had  not  asked  me  what 
was  "wrong"  with  her.  What  a  silly  question!  There 


was  nothing  wrong  with  my  sister.  She  had  always 
been  like  that  and  I  would  be  too,  one  day! 

I  say  all  of  this  so  any  other  younger  siblings  will  know 
that  being  deaf-blind  is  not  a  stage  in  life  but  having  a 
sibling  who  is  deaf-blind  is  a  very  special  gift.. .a  gift 
you  should  do  everything  in  your  power  to  take  care 
of  and  love. 

So,  what  do  I  want  to  be  when  I  grow  up? 

I  want  to  be  like  my  sister,  Sara  Jane! 


Siblings!  We  welcome  your  responses  to  the  family 
issues  discussed  in  this  column  -  sibling  rivalry,  over- 
protectiveness,  etc.  Or,  if  you  would  just  like  to  get 
something  off  your  chest  or  share  a  sibling  story,  write 
to:  Sibling  Column,  Nancy  Ann  Sherman,  25449 
Pecan  Road,  Pass  Christian,  MS  39571-9276  or 
FAX  her  at  228-255-5995.  ^ 


WEB  WATCH! 


American  Association  of  Deaf-Blind 

http://www.tr.wosc.osshe.edu/dblink/aadb.htm 

American  Council  of  the  Blind 

http://www.  acb.org 

American  Foundation  for  the  Blind 

http://www.  afb.org/afb 

Community  Services  for  the  Blind  and  Partially  Sighted 

http://www.csbps.com 

DB-LINK 

http://www.tr.wou.edu/dblink/ 

ERIC  -  Education  Resources  Information  Center 

http://www.aspensys.com/eric/ 

Helen  Keller  National  Center 

http://www.helenkeller.org/national/index.htm 

Hilton  Perkins  Program 

http://www.perkins.pvt.kl2.ma.us/hiltperk.htm 

National  Association  of  Parents  of  Visually  Impaired 

http://www.spedex.com/NAPVI/index/htm 


National  Center  for  the  Dissemination  of  Disability 

Research 

http://www.ncddr.org/ 

National  Clearing  House  of  Rehabilitation  Training 

Materials 

http://www.nchrtm.okstate.edu 

National  Industries  for  the  Blind 

http://www.nib.org 

National  Information  Center  for  Children  and  Youth 

with  Disabilities 

http://www.nichcy.org 

National  Rehabilitation  Information  Center 

http://www.naric.com/naric/index.html 

National  Technical  Assistance  Center 

http://www.tr.wou.edu/ntac/ 

Perkins  School  for  the  Blind 

http://www.perkins.pvt.kl2.ma.us/index.htm 

US  Department  of  Health  and  Human  Services 

http://www.hhs.gov  ^ 
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^fAniflt<  joMi-naJ.  continued  from  page  7)  direction  of  my  development. 

and  it  had  a  great  impact  on  me.  It  was  one  of  the  small  I  am  the  parent  of  an  adult  who  will  always 

revelations  that  his  best  placement  was  not  with  me,  that  need  support  and  direction.  Although  he  does  retain 
his  supporting  staff  were  better  for  his  daily  life  than  I  some  of  the  naivete  and  naturalness  of  a  child,  he  is  not 
was  and  that  he  was  becoming  more  acceptable  and  a  child  in  adult  shape  but  a  dependent  adult  who  does 
more  able  in  society  than  when  he  was  with  me.  not  depend  upon  me.  It  may  be  a  long  time  before  I 

He  never  forgot  his  father  nor  his  father's  home,  grow  to  like  that, 
but  he  now  had  two  places  in  which  to  be  happy  and  How  much  should  I  be  involved  in  his  new  adult 

his  world  was  continuing  to  grow  larger  and  more  life?  His  carers  talk  of  "letting  go"  meaning  "letting  them 
fruitful.  One  of  his  places  was  becoming  increasingly  his  take  responsibility."  To  me,  it  sounds  like  letting 
and  not  mine.  But  let  me  return  to  speaking  as  if  it  is  still  someone  down  rather  than  letting  them  go  free.  It 
happening.  As  he  becomes  emotionally  independent  of  sounds  as  if  people  are  thinking  of  my  freedom  rather 
me  and  therefore  capable  of  a  new  relationship  with  than  his. 

me,  so  I  must  become  emotionally  independent  of  him.  However  much  I  want  everything  to  be  normal. 

It  is  only  when  this  mutually  dependent  independence  my  difficulty  is  because  I  cannot  hand  over  responsibility 
becomes  a  reality  that  I  shall  be  able  most  effectively  to  to  him;  I  have  to  hand  over  responsibility  for  him  to 
play  a  part  in  his  adult  life.  others.  It  is  not  in  letting  go  of  him  but  in  letting  go  of 

That  may  take  a  year  or  two  and  first  there  is  responsibility  for  him 
another  personal  journey  I  must  make.  What  is  left  If  I  can  do  that,  how  much  should  I  be  involved 

when  this  large  part  of  my  life  vanishes?  To  me  he  was  afterwards?  As  his  advocate,  how  good  a  job  would  I  do 
always  my  child,  to  others  close  to  him  he  was  more  of  compared  with  his  current  carers?  As  far  as  choice  of 
an  adult  than  I  had  noticed,  to  some  he  was  a  burden  I  clothes  and  activities  were  concerned,  who  was 
should  be  grateful  to  let  go.  People  not  always  realize  Stephen's  best  advocate? 

that  you  can  love  the  person  causing  your  burden  even  How  much  does  he  want  me  to  be  involved?  I 

as  the  weight  breaks  your  back.  I  do  not  know  how  to  missed  my  father  when  he  died.  I  missed  the  times 
phrase  that  acceptably  but  any  of  you  who  have  cared  together,  the  advice,  the  ideas,  the  recognition  of  things 
for  someone  with  great  needs  will  know  just  what  I  am  important  to  me  that  only  he  knew  and  the  knowledge 
trying  to  describe  and  that  I  am  not  reducing  a  person  to  that  he  was  accessible  when  I  wanted  him.  But  my  life 
a  dead  weight.  It  is  just  that  sometimes  our  love  is  bigger  was  my  own  independently  of  him.  I  want  to  be  to  my 
than  our  strength.  And  it  is  not  just  strength,  son  what  my  father  was  to  me  but  I  am  not  accessible  to 
Underneath,  I  feel  that  it  is  right  for  him  and  me  to  have  him  when  he  is  not  with  me.  My  son  needs  those  who 
lives  of  our  own  and  that  there  would  be  something  sad  know  him  best  to  advocate  for  and  support  him.  Those 
in  his  growing  old  in  my  house,  attended  by  me.  people  are  those  among  whom  he  lives  and  as  time 

So  I  have  to  face  the  world  without  him.  All  sorts  passes,  the  knowledge  increases  among  them  as  it 
of  factors  suddenly  arise.  Although  being  the  parent  of  a  decreases  with  me.  That  is  how  it  should  be. 
multiply  disabled  child  restricted  my  freedoms,  it  did  It  would  be  a  tragedy  if  I  was  not  a  continuing 

give  me  status,  identity  and  priorities.  Now  the  status  part  of  his  life.  The  balance  shifts  not  because  of  my 
will  be  gone  and  the  priorities  will  need  re-thinking.  withdrawal  but  because  his  life  is  filling  with  other  good 

I  and  my  marital  partner  have  to  face  one  people  and  good  things.  I  am  becoming  "one  of  the 
another  anew.  Is  the  partner  who  helped  me  through  important  people  in  his  life"  instead  of  "the  only  one." 
now  going  to  be  the  partner  of  my  new  life?  What  of  And  that  is  good.  Really,  he  needs  all  of  us.  Whatever 
those  other  aspects  of  my  partner  and  me  that  now  have  the  rights  of  the  situation,  everything  will  hinge  upon  our 
no  hiding  place  and  were  never  resolved?  maturity    rather    than    his    and     upon    our    ability, 

Most  significantly,  I  have  to  face  myself  -  and  I  emotionally  as  well  as  cognitively,  to  join  in  working  for 
am  not  sure  who  I  am  anymore.  There  may  be  an  his  benefit  rather  than  our  own.  Then  he  will  be  able  to 
overwhelming  urge  to  claw  back  the  old  situation  rather  play  his  most  adult  part  along  with  us  and  we  shall  all 
than  face  the  struggle  of  self-discovery  again.  And  it  is  a  glory  in  his  successes, 
genuine  self-discovery.  There  is  no  going  back  to  what  I 
was  before.  It  may  be  too  much  to  say  that  I  am  what 


Stephen    made    me,    but    he   certainly  changed    the 


Never  deprive  eomeor\e  of  hope;  it  might  be  a\i  they  have. 
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EXPERTS  MEET  TO  DISCUSS  THE  NEEDS  OF  OLDER  ADULTS 


by  Martha  Bagley,  Coordinator,  Older  Adult  Program,  Helen  Keller  National  Center 


This  March,  experts  from  Denmark,  the  Netherlands,  and  retain  a  high  quality  of  life.  Within  the  field  of 
Finland,  the  United  Kingdom,  and  the  United  States  rehabilitation  many  service  providers  do  not 
came  together  in  Copenhagen,  Denmark  to  discuss  recognize  the  potential  negative  impact  of  a  hearing 
the  rehabilitation  needs  of  older  adults  who  become  loss  upon  an  individual  who  is  blind  or  visually 
deaf-blind  late  in  life.  The  meeting  was  sponsored  by  impaired.  Many  older  adults  are  unaware  of  how  they 
the  Acquired  Deafblindness  Network,  a  part  of  might  benefit  from  rehabilitative  services  or  that  such 
Deafblind  International.  The  Network  has  chosen  to  services  might  even  be  available  to  them, 
focus  its  work  on  the  problems  of  elderly  people  who  The  material  we  gathered  will   be  used  to 

are  deaf-blind.  This  was  the  first  international  event  develop  the  agenda  for  a  seminar  to  be  held  October 


focusing  on  the  needs  of  this  population. 

Professionals  gathered  to  exchange 
experiences  and  ideas  and  to  develop 
greater  understanding  of  the  needs  and 
appropriate  approaches  to  serving  this 
population.  Formal  presentations  were 
given  by  the  attendees  on  communication, 
rehabilitation,  and  training  of  non- 
specialists. 

Communication  was  felt  to  be  the 
most  important  problem  facing  older  adults 
who  are  deaf-blind.  Informal  discussions 
focused  on  technology,  demographics,  and 
consumer  and  family  education.  A 
summary  of  the  major  issues  identified  in 
each     presentation     and     topic     discussed 


Many  oCcCer 
acCuCts  are 
unaware  of 
How  they  migfit 
Benefit  from 
refiaBiCitatiye 
services  or  tfiat 
such  services 
might  even  he 
avaiCahCe  to 
them. 


2-7,  1998  in  Italy.  The  conference  will  focus  on  the 
development  of  policy  and  practice 
related  to  older  people  gaining  new  skills, 
approaches  to  communication  and  staff 
training.  The  results  of  this  meeting  and 
the  October  seminar  will  be  the  basis  for 
the  development  of  awareness  activities 
that  can  be  conducted  in  conjunction  with 
the  United  Nation's  designation  of  1999  as 
the  International  Year  of  the  Older  Person. 
To  obtain  additional  information 
about  the  materials  developed  at  this 
meeting  contact  the  Older  Adult  Program, 
Helen  Keller  National  Center  at  972-490- 
9677. 


was  If  you  are  interested  in  becoming  a  member 

developed.  This  material  will  be  made  available  to  of  the  Acquired  Deafblindness  Network  contact 
others  working  with  older  adults  who  are  deaf-blind.  Anneke  Balder,  Stichting  Doof-Blinden,  Professor 
Representatives  of  each  country  reported  Bronkhorstiaan  10,  3723  MB  Bilthoven,  The 
similar  statistics  regarding  the  increase  in  the  Netherlands  (31-30-225-0604  voice  or  31-30-229- 
elderly  population  and  the  increase  in  prevalence  1884  fax).  Information  regarding  the  October  seminar 
of  sensory  loss  with  age.  The  United  States  and  in  Italy  can  also  be  obtained  from  Anneke  Balder. 
United     Kingdom     reported    facing    very    similar  ^ 

challenges  in  obtaining  funding  for  services  for  this 

population.  Editor's   note:    We   have   often    enjoyed   Martha    Bagley's 

All    agreed   that   awareness    is   the   greatest  contributions  to  News  From  Advocates  for  Deaf-Blind.  Martha 
barrier  to  identification  and  provision  of  services  to  recently  accepted  a  position  with  the  American  Printing 
this  group.  Many  community  service  providers  do  not  ^"""'^  ^^''  ^^^  ^''"^ '"  K^^^^^l<y.  We  wish  Martha  all  the  best 
.',.,.,  I  ^1        I  •     and  hope  to  continue  to  receive  articles  and  information  from 

recognize  this  combined  sensory  loss  or  the  dramatic  •      ■    T 

°  111  ''er  in  her  new  capacity. 

impact  upon  an  individual's  ability  to  communicate 


Show  respect  for  one  another,  for  while  feelmqe  fluctuate,  respect  can  remain  a  constant.  Listen  respectfully 
to  your  partner's  views  when  they  differ  from  your  own.  Preserve  a  certain  dignity  in  your  relationship  -  a 

dignity  that  gives  others  the  freedom  to  be  themselves. 
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(Continued  from  page  1) 

the  appropriate  letters  to  spell  the  word. 
Reading:  Adam  requires  large  print  so  all  of  his 
textbooks  must  be  enlarged  by  121-129%.  This 
necessitates  11"x  17"  paper.  Only  relevant  items 
are  pasted  into  his  book  or  colored.  Important 
information  is  highlighted  or  outlined  on  the  page. 
Items  are  separated  by  at  least  1/2  inch  of  space, 
and  those  which  do  not  need  to  be  attended  to  at 
the  moment  can  be  covered.  Spacing  between 
words  and  numbers  in  a  line  can  be  increased. 

All  books  are  laminated  for  durability.  To 
make  the  books  easier  to  open  and  the  pages  easier 
to  turn,  small  sponges  and  felt  balls  have  been  hot 
glued  to  the  corners  of  each  laminated  page.  Plastic 
sheet  protectors  can  also  be  used  on  papers  that 
can't  be  laminated.  Choices  can  be  marked  with  a 
stamp  or  bingo  marker.  Double  sided  tape  is  used 
to  secure  paper  and  other  items  to  his  work  space. 
Vision:  Adam's  peripheral  vision  is  best  so  he  must 
be  seated  to  the  side  of  the  class  or  group.  It  is 
preferable  that  he  sits  to  the  left  of  the  teacher  when 
s/he  is  facing  the  class.  Materials  should  not  be 
presented  to  his  midline,  as  he  can't  see  clearly 
there. 

Math:  Adam  uses  wooden  square  blocks  (with 
numerals  written  on  one  side  only)  during  math. 
The  blocks  can  be  used  for  a  variety  of  activities.  In 
completing  math  worksheets,  it  is  only  necessary  to 
show  one  problem  at  a  time.  A  "window"  can  be 
cut  out  of  the  middle  of  a  piece  of  construction 
paper  to  highlight  just  the  problem  being  worked 
on.  Adam  then  signs  the  answer  and  we  write  it  on 
the  paper.  Because  of  time  constraints,  Adam  is 
often  given  fewer  problems  than  the  rest  of  the  class. 
Mobility:  Adam  is  in  a  wheelchair  for  most  of  the 
day.  He  is  learning  to  use  switches  to  control  the 
chair  himself  but  needs  someone  to  push  him  from 
place  to  place.  He  is  able  to  crawl/bunny  hop 
around  the  floor  independently.  When  sitting  on 
the  floor,  he  uses  a  wooden  floor  chair,  which 
provides  body  support.  He  can  support  himself  if  he 
sits  in  a  "W"  position,  but  this  is  bad  for  his  hips. 
During  gym,  Adam  uses  Gad-About,  which  is  similar 
to  an  adult  sized  walker.  The  gym  teacher  helps  him 
to  transfer  in  and  out  of  this. 

Emergency  Evacuation:  Elevator  keys  are  always 
kept  on  Adam's  wheelchair  in  case  of  an 
emergency.  All  staff  who  work  with  him  are  aware 
of  this  and  also  know  evacuation  procedures.  One 


LIVING  HONOR  GIFT.  MEMORIAL,  OR  CONTRIBUTION 

to 
The  National  Family  Association  For  Deaf-Blind 


Enclosed  is  $_ 
memory  of 


given  as  a  contribution  or  as  a  gift  in  honor  or 


Q  Living  Honor  -  A  tribute  to  someone  you  wish  to  honor  while  they 
are  present  to  enjoy  your  thoughtfulness. 

Q  Memorial  -  A  gift  in  honor  of  someone  who  has  passed  on.  The 
notice  of  this  thoughtfulness  will  be  sent  to  whomever  you  specify. 
Q  Mary  Margaret  O'Donnell  Memorial  Fund  -  An  ongoing  fund 
established  in  memory  of  our  former  president. 
□  Contribution  to  N FAD B  -  to  be  used  as  needed. 
All  honors,  memorials  and  contributions  are  tax  deductible  and  are  used 
to  further  the  goals  and  activities  of  NFADB. 


Please  send  a  note  about  this  gift  to: 


Name: 

Address: 

City: 
GIVEN  BY: 

State: 

Zip: 

Address: 

City: 

State: 

Zip: 

Send  this  form  with  your  donation  to:  NFADB,  111  Middle  Neck 
Road,  Sands  Point,  NY  11050.  Thank  you! 


lunch  monitor  is  responsible  for  Adam  each  day  in  case  of 
such  an  emergency. 

Meals:  Adam  needs  to  be  at  a  high  table  in  the  cafeteria  to 
accommodate  the  height  of  the  wheelchair.  A  roll  of 
masking  tape  is  kept  near  his  seat  so  that  his  paper  plate  can 
be  taped  to  the  table  each  day.  His  food  must  be  cut  into 
bite  sized  pieces  so  he  can  feed  himself.  He  needs 
assistance  with  spoon  fed  foods.  We  also  included  that  his 
face  and  hands  must  be  washed  after  meals. 
Transportation:  To  minimize  fatigue  from  travel,  Adam's 
bus  trip  to  and  from  school  must  not  take  more  than  1 
hour,  15  minutes  each  way.  His  bus  has  a  wheelchair  lift 
and  seatbelts  for  the  wheelchair  itself.  Teachers  and  aides 
know  how  to  fasten  and  unfasten  the  seatbelts.  His  bus  aide 
must  be  a  fluent  ASL  signer.  Adam  must  arrive  at  school  on 
time  and  not  leave  early.  On  days  when  Adam  has  after- 
school  activities  there  must  be  a  bus  to  take  him  home.  In 
other  words,  the  bus  schedule  must  follow  Adam's 
schedule, not  vice  versa. 

The  details  outlined  above  may  seem  like  alot  of 
work  but,  as  you  know,  there  can  be  many  different 
interpretations  of  what  is  said  at  an  lEP  meeting.  By 
specifically  documenting  all  of  your  child's  needs  in  the 
lEP,  your  child  should  have  a  great  school  year. 

{The  job  description  for  Adam's  aide  is  several  pages  long.  For  a  copy,  contact  me 
th'ough  NFADB.  For  more  information  on  how  to  write  an  lEP,  contact  DB-LINK.) 
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•CHECK  IT  OUT 


* 


Products,  services  or  activities  listed  in  Sews  For 
Advocates  for  Deaf-Blind  do  not  imply 
endorsement  by  NFADB,  HKNC  or  Hilton/Perkins. 
They  are  provided  for  informational  purposes 
only. 

•  YOSEMITE  OFFERS 
INTERPRETED  ACTIVITIES 

This  summer,  Yosemite  National 
Park  will  have  a  sign  language 
interpreter  available  for  ranger-led 
activities,  answering  questions  and 
planning  visits.  Arrangements  can 
be  made  at  the  Yosemite  Valley 
Visitor  Center. 

Contact:  209-372-4726  (TTY)  or 
209-372-0599  (voice/TTY) 

-  from  HKNC's  In-Touch,  3/20/98 

•  SCHOLARSHIP  ESTABLISHED 
FOR  IN-HOME  TRAINING 

Katlyn's  Hope,  Inc.,  is  a  not-for- 
profit  corporation  established  to 
provide  scholarships  to  assist  in  the 
education  of  children  who  are  deaf- 
blind.  It  was  founded  in  memory  of 
Katlyn  Michelle  Willis  (born 
6/29/95,  died  2/7/96.)  Katlyn  was 
born  prematurely  with  a  moderate 
hearing  loss  and  microphthalmia. 
The  scholarships  given  in  Katlyn's 
memory  are  to  be  used  for  services 
such  as  interpreter/intervenor 
consultation,  in-home  training, 
educational  toys  and  materials, 
assistive  devices  such  as  hearing 
aids,  glasses  and  canes  and  other 
educational  necessities. 

Stipends  are  also  to  be  given  to 
families  to  help  them  travel  to 
conferences  and  workshops  and  to 
provide  interpreters/intervenors  for 
deaf-blind  children  at  the  meetings. 
All  children  who  are  deaf-blind  and 
between  the  ages  of  birth  and  21 
are  encouraged  to  apply. 
Contact:  Shari  Willis,  303  South 
Elm,  St.  Wellington,  KS  67152,  or 
call  316-326-5848. 


1^  INSTRUCTIONAL  MATERIALS 
AVAIIABLE  IN  ASL 

Sign  Enhancers,  Inc.,  offers 
instructional  videotapes,  CD- 
ROMs  and  books  for  students  of 
American  Sign  Language  and 
Deaf  culture.  Materials  include 
ASL  lessons  centered  around 
everyday  aspects  of  family  life; 
how  to  use  an  interpreter;  videos 
of  young  deaf  signers;  a  book  on 
best  practices  in  educational 
interpreting;  popular  storybooks 
for  toddlers  presented  in  ASL, 
and  children's  cartoons  with  sign 
interpretation. 

Contact:  Sign  Enhancers,  Inc., 
P.O.  Box  12687,  Salem,  OR 
97309-0687  or  call  1-800-767- 
4461  (TTY/V) 

•  HOTLINE  TO  DEAF-BUND 

This  braille  newspaper  is 
distributed  free  internationally 
only  to  those  who  are  both  deaf 
and  blind  and  organizations 
serving  them. 

Contact:  American  Action  Fund 
for  Blind  Children,  18440 
Oxnard  Street,  Tarzana,  CA 
91356. 

-  from  HKNC's  In-Touch,  2/16/98 


^  IT'S  A  DATE 


^^  August  12-15,  1998 
^'Our      Harmony      Together/' 
Conference    of  the    Canadian 
Deafblind  Rubella  Association 
Location:    Delta    Meadowvale 
Resort,  Mississauga,  Ontario. 
Individuals  who  are  deafblind, 
their  families  and   professionals 
are  invited  to  attend.  Topics  will 
include  advocacy,   intervention, 
communication,  independence, 
education,    and    medical    issues 
including  the  preliminary  results 


of  a  Canadian  survey  on  individuals 
with  congenital  rubella. 
Contact:  CDBRA  Conference 
Committee,  350  Brant  Avenue, 
Brantford,  Ontario  N3T  3J9 
Canada  or  call  519-754-4394  or 
fax  519-754-0397. 

^'^  August  21-23,  1998 
National    Conference       of    the 
Foundation    Fighting    Blindness, 
Location:  Chicago,  IL 

Fifteen  researchers  will  discuss  the 
most  up-to-date  information  on  the 
progress  and  direction  of  retinal 
degenerative  disease  research. 
Contact:  The  Foundation, 
Executive  Plaza  1,  Suite  800, 
11350  McCormick  Road,  Hunt 
Valley,  MD  21031-1041. 

^'^  September  20-22,  1998 
National  Conference  of  the 
Rehabilitation,  Research  and 
Training  Center  on  Blindness  and 
Low  Vision  ''Effective  Vocational 
Rehabilitation  with  African 
American  Consumers  who  are 
Blind'' 

Location:  Memphis,  TN 
Registration  fee:  $65 
Contact:   Amy  Skinner  or  Lynn 
McBroom  at  601-325-2001. 

^^  October  8-9,  1998 
Supported  Life  '98  Conference 
"Inclusion  for  All  Ages" 
Location:      DoubleTree      Hotel, 
Sacramento,  CA 

This  conference  will  explore  the 
concepts  and  realities  of  "inclusion 
for  all  ages." 

Contact:  Supported  Life  Institute, 
2625  Hurley  Way,  Suite  105, 
Sacramento,  CA  95825;  phone 
916-263-1153;  fax  916-263-1155. 
Informacion  en  Espanol  -  916- 
433-6131. 
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BEHINP  THE  SCENES  WITH  NFAPB 


THE  REGIONAL  FORUM 


CLARA  &ERG.  REGION  2  NJ  NY  PR  V\ 
Phone  -  718-428-1591;  fax  718-428-8750 

My  schedule  of  activities  for  the  last  6  months  has 
been  filled  with  exciting  projects  involving 
partnerships  between  families,  schools  and  various 
agencies.  Many  families  in  NY  benefited  from  the 
services  provided  by  Young  Adult  Institute.  They 
have  made  a  special  effort  to  train  Support  Service 
Providers  (SSPs)  to  work  with  our  children.  In  the 
next  few  months,  they  are  going  to  have  special 
training  from  the  New  York  State  Technical  Assistance 
Project  (NYSTAP)  on  issues  regarding  the  consumer, 
education  and  family  matters.  NYSTAP  is  working  on 
the  following  events: 

July  17-19  -  A  Summer  Institute  on  CHARGE 
Association,  in  partnership  with  the  New  jersey 
Technical  Assistance  Project  (NJTAP).  Many 
international  researchers  and  speakers  have  been 
invited  to  share  their  knowledge  and  findings  with 
about  50  families  from  the  region.  All  families  in 
Region  2  will  be  invited  to  participate  in  a  special 
event  during  this  Institute. 

September  9-11  -  The  New  York  State  Transition 
Institute  will  take  place  in  Syracuse,  NY. 
Professionals  from  most  of  the  agencies  who  deal 
with  consumers  with  deaf-blindness  will  be 
represented.  About  100  participants  are  expected  to 
attend.  Presentations  will  include  a  parent/consumer/ 
VR  counselor  panel. 

October  9-12  -  Usher  Syndrome  weekend  in 
partnership  with  NJTAP.  More  than  40  families  from 
the  Northeast  have  accepted  an  invitation  to 
participate.  The  youngsters  and  their  families  are 
looking  forward  to  renewing  friendships  made  with 
the  families  who  participated  last  year. 

On  the  international  scene:  May  22-24,  the  Second 
Latin-American  Parent  Network  of  Persons  with 
Deafblindness,  Montevideo,  Uruguay.  NTAC's 
Kathy  McNulty,  Hilton/Perkins'  Steve  Perreault  and  I 
shared  our  expertise  on  the  formation  of  family 
networking.  We  had  a  great  time  and  really  enjoyed 
working  with  these  wonderful  families! 


As  some  of  you  may  know,  I  am  stepping  down  from 
my  position  as  Regional  Director.  I  look  forward  to 
supporting  the  new  RD  in  any  way  I  can. 

eAR^ARA  CAUDILL,  REGION  3.  DC  DE  MP  PA  VA  WV 
Phone  -  302-656-8481 

The  folks  in  West  Virginia  hosted  their  first  family 
weekend.  This  event  brought  together  ten  families  at 
Ripeston  State  Park  in  the  south  central  part  of  the 
state. 

The  state  of  Pennsylvania  will  be  hosting  a  family 
learning  retreat  -  "Diversity,  Colors  of  the  flainbow." 
This  retreat  will  be  June  26-28. 

This  June,  Virginia  will  host  their  Summer  Institute. 
Teams  consisting  of  parents,  teachers  and  vision 
specialists  will  work  together  to  help  enrich  the 
programs  of  students  who  are  deaf-blind. 

NANCY  ANN  SHERMAN.  REGION  4A.  AL  FL  GA  MS 

Phone/fax-228-255-0708; 

e-mail-  NAnnSherm@aol.com 

Things  are  really  hopping  around  here!  Our  son 
Michael  is  almost  one-year  old.  His  favorite  person  is 
Aunt  Sara  jane,  my  sister  who  is  deaf-blind.  They  are 
quite  a  pair  when  they  are  together!  They  both  let  out 
belly  rolling  laughs  when  they  see  each  other.  He 
likes  to  watch  the  fun  things  she  does  and  listen  to  the 
great  sounds  she  makes.  She  likes  the  feel  of  him, 
especially  his  feet.  This  is  quite  amazing  since  she  is 
usually  uncomfortable  around  babies. 

I  have  been  quite  busy  the  last  few  months.  The 
Helen  Keller  Art  Show  has  had  me  traveling  some.  I 
encourage  you  to  involve  your  child  in  this  and  visit 
the  display  if  it  is  in  your  area.  (See  article  on  page  8.) 

Mississippi:  In  March,  I  attended  the  Mississippi 
School  for  the  Blind's  150th  Anniversary 
Celebration.  The  celebration  was  held  in 
conjunction  with   Mississippi   State   Department  of 

(Continued  on  page  J  5) 
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Education's  Blind  and  Deaf  Workshop  which 
included  presentations  emphasizing  a  continuum  of 
services  ranging  from  regular  classrooms  in  the  public 
schools  to  residential  schools. 

In  April,  I  attended  Council  for  Exceptional  Children's 
(CEC)  Annual  Conference  in  Minnesota.  CEC  is  a 
professional  organization,  but  has  a  division  for 
parents.  The  Division  of  Visual  Impairments  offered 
some  presentations  which  were  applicable  to  deaf- 
blindness. 

Mississippi  Services  for  Children  and  Young  Adults 
with  Deaf-Blindness  National  Technical  Assistance 
Consortium  has  implemented  a  regional  partnership 
approach  in  delivering  technical  assistance.  The  first 
of  four  Regional  Resource  Partnership  trainings  was 
held  in  Madison,  MS,  March  5th  and  6th  with  over 
40  participants,  including  families.  Dr.  Chigee 
Cloniger  and  Dr.  Susan  Edelman  from  the  Vermont 
l-Team  conducted  a  two-day  workshop  on 
Collaborative  Teaming.  The  participants  were  divided 
into  three  Regional  Partnerships  with  each  team 
devising  a  plan  of  support  for  one  student  with  deaf- 
blindness  in  their  region.  MSDB,  NTAC  and  other 
state  leaders  are  supporting  development  of  the 
Regional  Resource  Partnership  to  promote  and 
support  effective  practices  in  educational  programs 
throughout  Mississippi.  If  you  have  any  questions, 
please  call  Nancy  Batson  at  601-982-6179  (Jackson), 
Theresa  Bennett  at  601-266-5135  (Hattiesburg)  or 
1-800-264-5135. 

Alabama:  The  1998  Alabama  Helen  Keller  Art 
Show  is  being  shown  throughout  many  agencies  and 
museums  in  Alabama.  For  more  information,  see 
article  on  page  8. 

Florida  has  established  a  network  of  agencies 
working  together.  Training  for  transitional  teams  took 
place  in  April  in  Orlando  and  Pensacoia  as  part  of  the 
network's  efforts.  A  new  Memoranda  of  Agreement 
has  been  signed  by  VR  and  DBS  that  affects 
vocational  rehabilitation  consumers  who  are  deaf- 
blind. 

Georgia  is  working  on  a  Helen  Keller  Deaf-Blind 
Awareness  event  for  June  28th.  It  will  be  a  family 
picnic  located  on  a  lake  home,  south  of  Atlanta.  For 


more  details  contact  Mark  Gasaway,  President  of  GA 
Association  of  Deaf-Blind,  770-270-1  537  (TTY). 

In  preparation  for  the  American  Association  of  the 
Deaf-Blind  Convention  which  was  held  in  CT  from 
June  13-19,  the  Helen  Keller  National  Center 
Southeast  office,  DeKalb  Community  College, 
Georgia  Registry  of  Interpreters  for  the  Deaf  and  Bob 
Green  were  involved  in  a  Deaf-Blind  Training  session 
on  April  18th.  The  goal  was  to  train  skilled  signers  to 
work  and  play  with  people  who  are  deaf-blind. 

HENRI  CLARK.  REGION  43.  KY  NC  5C  TN 
Phone  -  615-645-1138;  fax  -  931-906-4317; 
E-mail  -  UXZH83A@aol.com 

On  March  13-15,  I  attended  an  Usher  Syndrome 
Conference  sponsored  by  the  South  Carolina, 
Georgia  and  NTAC  Deaf-Blind  Projects.  Friday's 
opening  session  allowed  participants  to  enjoy  Harry 
Anderson,  the  popular  Deaf  storyteller,  as  he  shared 
many  experiences  and  tales.  On  Saturday,  Dr. 
Sandra  Davenport,  known  for  her  extensive  research 
in  sensory  genetics  and  neurodevelopment,  lectured 
on  early  identification,  advocacy  and  support, 
reviewing  types  and  results  of  various  screening 
programs  and  finally  establishing  the  Usher  Syndrome 
Screening  Program.  There  were  several  breakout 
group  sessions  where  we  used  specific  creative 
problem  solving  tools. 

The  Tennessee  School  for  the  Deaf  will  host  two 
camps  this  summer.  For  more  information,  call  423- 
594-6022. 

On  a  personal  note,  my  eighteen  year  old  son, 
Jimmy  Jr.,  graduated  from  high  school  at  the  end  of 
May.  His  arrival  at  this  point  in  his  life  has  not  been  an 
easy  one.  He  made  his  presence  known  over 
eighteen  years  ago,  weighing  in  at  2  lbs.,  13  oz.  at  a 
military  field  hospital  in  Vicenza,  Italy.  The  facility  at 
that  time  was  poorly  equipped  and  unable  to  deal 
with  a  preemie,  especially  one  with  multiple 
problems.  However,  God's  grace  spared  our  son 
even  though  we  knew  we  had  a  tough  road  ahead. 

During  Jimmy's  school  years,  it  often  seemed  that  we 
barely  had  time  to  finish  one  battle  before  we 
became  involved  in  another.  We  refused  to  allow  the 

(Continued  on  page  16) 
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system  to  place  a  label  our  son  and  we  soon  became 
known  as  "The  Parents  Who  Did  Not  Understand  the 
word  NO." 

For  the  first  1 1  years  of  Jimmy's  life,as  our  only  child, 
we  ensured  that  we  showed  him  as  much  love  as  we 
could.  I  had,  on  many  occasions,  glimpsed  how 
mean  and  cruel  the  world  could  treat  him.  We 
attempted  to  instill  in  Jimmy  those  "old  fashioned" 
values  and  morals  that  were  passed  to  us  from  our 
parents.  We  wanted  to  make  sure  he  would 
withstand  the  stares,  taunts  and  ridicule  that  we  were 
sure  he  would  receive  during  his  life.  You  know,  it 
helped.  A  couple  of  months  ago,Jimmy  received  a 
negative  response  to  his  request  to  participate  in  a 
classroom  project.  His  response  was  "It's  too  bad  that 
some  missed  out  on  what  I  could  offer.  It's  their 
problem,  not  mine."  I  am  amazed  at  the  strength  and 
character  Jimmy  exhibits,  but  as  a  parent,  my  heart 
often  weeps  because  of  such  callousness. 

I  will  shed  many  tears  as  I  watch  my  son  transition  to 
another  gear  in  his  life. -He  often  reprimands  me 
when  I  slip  and  call  him  "Baby"  or  "Jay"  or  steal  a  kiss 
or  give  a  female  caller  the  third  degree.  But  I  think  he 
realizes  that  to  us,  he  will  always  be  "Our  Baby  Son." 

Jimmy  has  been  a  delightful  son  and  his  father  often 
remarks  that  unique  issues  encountered  during 
Jimmy's  years  will  be  altogether  different  as  our 
seven-year  old  daughter  grows  up.  Overall,  the  tears 
I've  shed  and  the  ones  that  will  come  are  tears  of  joy. 

LINDA  SYLER,  REGION  5,  IL  IN  OH  MI  MN  WI 
Phone  -  330-832-8251;  fax  -  330-832-1348; 
e-mail-  sylar@sssnetcom 

Greetings!  I  hope  all  had  as  nice  a  winter  and  spring 
as  we  did  in  Ohio.  This  spring  and  summer  I  will  be 
on  the  road  attending  parent  weekends  in  Indiana, 
Wisconsin  and  Ohio.  Next  I  plan  to  visit  meetings  in 
Michigan,  Illinois  and  Minnesota.  I  always  appreciate 
being  able  to  share  NFADB  materials  with  parents 
and  professionals  throughout  Region  5. 

NFADB  purchased  copies  of  two  publications  put  out 
by  the  Family  Resource  Center  on  Disabilities  of 
Chicago.  Each  Regional  Director  has  2  sets  of  How  to 
Organize  an  Effective  Parent/Advocacy  Group  and 


Move  Bureaucracies  and  How  to  Get  Services  by 
Being  Assertive.  They  are  available  for  your  use. 

Indiana:  The  Indiana  Deaf-Blind  Services  Project 
held  their  Family  Support  Weekend  April  1  7th  -1 9th 
at  Bradford  Woods.  Ten  families  attended  for  a 
weekend  of  sharing  experiences,acquiring 
information  and  having  some  fun.  Marlyn  Minkin,  a 
licensed  family  therapist  from  Seattle,  presented  on 
mental  health  concerns  for  children  with  deaf- 
blindness  and  their  families.  I  was  able  to  share  with 
them  about  NFABD  and  visions  for  our  children.  It 
was  a  great  weekend! 

Minnesota:  The  Minnesota  Deaf-Blind  Technical 
Assistance  Project  held  their  family  enrichment 
weekend.  May  8-1 0th  at  Ruttgers  Bay  Lake  Lodge  in 
central  Minnesota.  Presenters  included  Harry 
Anderson,  President  of  the  American  Association  of 
Deaf-Blind,  Teresa  Coonts  and  Jamie  McNamara 
from  NTAC,  Carolyn  Anderson  from  PACER  Center, 
Dr.  Sandra  Davenport,  a  sensory  geneticist  and  Karen 
Wojcik,  parent.  I  plan  to  attend  their  weekend  in 
1999. 

Ohio:  The  parent  weekend  will  be  held  July  1  7-1 9  in 
Columbus.  I  will  be  there,  representing  NFADB,  and 
will  have  more  information  in  our  next  newsletter. 
The  Advisory  Board  for  Great  Lakes  Area  Regional 
Center  for  Deaf-Blind  Education  met  in  Wisconsin 
May  1 8th  and  1 9th  to  review  plans  for  the  1 998-99 
year. 

Wisconsin:  Their  Family  Weekend  was  held  April 
24th-26th  at  Raintree  Resort  Ramada  Inn.  Twenty- 
five  families  attended  concurrent  therapy  sessions  in 
Pediatric  Massage,  Sensory  Integration  and  OT, 
Communication  and  Orientation  and  Mobility.  These 
sessions  were  held  on  Saturday  and  Sunday.  Sandy 
Berndt  gave  parents  an  update  on  the  new  IDEA  and 
what  effect  these  changes  will  have  on  their  children. 
Having  the  opportunity  to  meet  and  share 
information  with  other  parents  with  a  child  with 
deaf-blindness  recharges  my  batteries  and  reminds 
me  of  how  important  our  organization  is  to  our 
families.  I  hope  to  meet  more  of  you  at  the  annual 
NFADB  meeting  on  August  1st.  If  you  have  any 
information  you  would  like  to  share  with  our 
members  you  can  fax  or  e-mail  it  to  me. 

(Continued  on  page  1 7) 
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KURT  KAVANAUGH,  REGION  7.  lA  KS  MO  NE 
Phone  816-333-8459;  fax  816-333-3369. 

Iowa:  jane  Guy  (515-792-4870),  Iowa's  Parent 
Coordinator,  wants  to  involve  more  parents  in 
activities  and  is  looking  for  creative  ways  to  bridge 
the  geographical  span  of  families  across  Iowa.  One 
idea  is  to  put  together  a  parent  directory  for  the 
state.  If  you  would  like  to  be  included,  or  if  you  have 
any  suggestions  for  statewide  activities,  please  give 
her  a  call. 

A  few  families  were  given  stipends/scholarships  to 
attend  the  State  Parent/Educator  Conference.  This 
is  a  terrific  link  for  families  to  connect  with, 
providing  information  about  school  and  special 
education  issues.  It  was  also  an  opportunity  for 
parents  to  meet  others  and  share  experiences. 

Missouri:  A  Family  Learning  Vacation  will  be  held 
August  1st  &2nd  at  the  Missouri  School  for  the  Blind 
in  St.  Louis.  The  topic  will  be  "Transition."  Housing 
and  meals  are  free  and  there  is  no  registration  fee. 
Contact  Jacqui  Grable  314-776-4320  ext.  114. 

Kansas:The  following  resource  materials  are 
available  free  from  the  Kansas  State  Department  of 
Education,  1 20  SE  1 0th  Avenue,  Topeka,  KS  6661 2: 
Deaf-Blind  Services  Book;  Deaf-Blind  Fund  Guide; 
Deaf-Blind  Certification  Guidelines;  Deaf-Blind 
Resources  packets;  Usher  Syndrome  Resource 
Packets;  Bookmarks  -  What  You  Need  to  Know 
About  Usher  Syndrome;  Deaf-Blind  Census;  Deaf- 
Blind  Fund  and  Technical  Assistance.  In  September, 
the  Usher  Screening  Manual  will  be  available.  The 
cost  will  be  $10.  Contact  Angela  D'Attilio-Pabst  - 
785-296-2191  or  785-296-091 7  (VyOTY). 

Our  family  will  be  moving  to  a  new  house  in  June. 
We  have  been  meeting  with  both  the  new  and  old 
school  districts  to  hopefully  ensure  a  smooth 
transition  for  Tyler.  With  a  little  luck,  it  will  all  work 
out. 

YVETTE  TANNER,  REGION  &.  CO  MT  NP  SP  UT  WY 
Phone  -  970-882-7391, -fax  -  970-882-7769 
E-mail:  y.tanner@fone.net 

Greetings!  I  would  like  to  take  this  opportunity  to 
introduce   myself  as   the   new   Rocky   Mountain 


Regional  Director.  I  am  very  pleased  to  have  been  chosen 
to  be  a  part  of  our  national  network  of  parents,  individuals 
with  deaf-blindness  and  professionals.  I  am  the  parent  of 
a  9-year  old  son  who  is  deaf-blind  and  developmentally 
delayed,  the  cause  of  which  is  unknown.  I  also  have  an 
1 1  -year  old  daughter  and  a  very  supportive  husband.  I  live 
in  Cortez,  Colorado  and  serve  on  several  different  boards 
in  Colorado  as  well  as  another  national  board  for  CDDPC. 
I  am  very  committed  to  serving  this  region  by  becoming 
familiar  with  the  local  and  state  deaf-blind  organizations 
and  assisting  them  in  their  endeavors.  Some  of  the  things  I 
see  myself  doing  are:  assisting  in  increasing  parent 
involvement,  setting  up  a  "legislative  alert"  phone  tree  and 
simply  sharing  information.  I  am  allowed  the  privilege  of 
visiting  the  areas  within  my  region  and  hope  to  be 
welcomed  in  your  vicinity  within  the  next  few  months. 

My  role  as  Director  of  Region  8  is  to  act  as  the  liaison  with 
state  leadership  entities  and  to  be  the  link  between  state 
and  national  efforts.  In  addition  to  these  duties,  I  also 
represent  our  region  on  the  NFADB  Board.  More 
importantly,  I  believe,  is  my  position  as  NFADB  contact 
person  for  individuals  and  families  living  in  your  state. 

I  would  enjoy  hearing  about  the  deaf-blind  organizations 
in  your  area  and  the  activities  they  are  sponsoring.  I  would 
also  like  to  hear  from  you  on  a  more  personal  level.  In 
what  context  are  you  involved  in  deaf-blindness?  Are  you 
interested  in  writing  articles  for  the  newsletter?  What  are 
your  experiences  with  transition,  advocacy  or  service 
delivery?  Please  contact  me. 


Before  Yvette  began  as  RD  for  this  region,  Barbara  Ryan  as 
NFADB  Team  Leader,  was  watching  over  Region  8.  Here  is 
her  report: 

Utah:  At  the  request  of  parents,  the  Utah  Deafblind 
Services  Division  asked  two  organizations  from  outside  the 
state  of  Utah  to  conduct  an  independent  parent  survey. 
The  purpose  of  the  survey  was  to  determine  parents' 
levels  of  satisfaction  with  the  services  offered  through  the 
Deafblind  Division.  NTAC  (the  National  Technical 
Assistance  Consortium)  and  NFADB  were  involved  in 
developing,  collecting  and  analyzing  the  survey 
information  from  approximately  120  families  of  children 
who  are  included  on  Utah's  deaf-blind  census.  As  the 
NFADB  representative,  I  surveyed  approximately  20 
parents  via  phone,  all  of  whom  were  warm, 
caring,concerned,   patient  and  very  busy!   Most  of  the 

(Continued  on  page  18) 
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(Continued from  page  17)  information,  parent-to-parent  support  and  resources  to 

mothers  and  all  of  the  fathers  worked  outside  the  home,  families,  care  providers  and  the  professionals  who  serve 

Most  of  the  fathers  requested  that  I   interview  their  children  with  deaf-blindness.  The  LISN  is  waiting  with 

wives.  Each  phone  survey  took  at  least  45  minutes  but  bated  breath  for  approval  of  funding  from  SDE/SED. 
usually  lasted  more  than  an  hour.  I  really  enjoyed  this 


experience. 


MOLLY  COULTER.  REGION  10.  AK  IP  OR  WA 
Phone/  fax-907-696-4689; 

The    results   were    compiled    and    presented    to    the  ^•"'^''-  coulters@alaska.net 
Advisory  Committee  of  the   Utah   Deafblind   Services 

Division  in  late  March.  After  the  results  are  shared  with  ^  ^he  new  Region  1 0  Director,  I  would  like  to  introduce 
the  survey  participants,  various  follow-ups  are  planned,     niyse'f  and  my  family.  I  live  in  Eagle  River,  Alaska,  just 

outside  of  Anchorage.  My  husband,  Gary,  and  I  are  the 

I  would  like  to  thank  the  parents  who  responded  to  the  P^-oud  parents  of  a  nearly  seven-year  old  child  who 
Action  alert  of  the  Gregg  Amendment.  Many  thanks  to  experiences     multiple     handicaps     indudmg     deaf- 
Lynn  Hill  who  prepared  the  handouts  for  the  Action  blindness. 
Alert  with  the  Utah  Senators'  phone  numbers  and  e- 
mail  addresses  '^^  ^^'^  point,  he  has  not  had  a  diagnosis.  His  challenges 

in  life  could  stem  from  a  very  difficult  labor  with  anoxia 
The  1998  Deafblind  Summer  Conference  will  be  held  due  to  his  umbilical  cord  being  wrapped  tightly  around 
June  26th  at  Provo  Park  Hotel.  There  will  be  training  ^'S  neck  several  times,  or  the  difficult  labor  could  have 
camps  on  vision.  Orientation  and  Mobility,  exacerbated  some  underlying  and  yet  unknown  genetic 
communication,  concepts  and  skill  development,  abnormality.  As  I  meet  more  and  more  parents  and 
healthy  relationships,  a  teacher/intervenor  panel,  an  ^^niilies,  Scott  seems  unusual  in  that  his  deafness  was 
augmentative  team,  musical  therapy,  assertive  diagnosed  first.  We  became  aware  of  his  profound 
technology,  early  intervention  services  to  school  age  hearing  loss  at  approximately  8  months  of  age  and  of  his 
services  and  how  to  develop  a  vocational  program.  cortical  visual  impairment  only  when  he  was  tested  for 

entrance  into  preschool.  Consequently,  we  still  consider 
PARaARA  RYAN.  REGION  9,  AZ  CA  HI  NV  ourselves  newcomers  to  the  field  of  deaf-blindness  and 

GUAM  SAMOA  TRUST  TERRITORIES  are    looking    forward    to    sharing    information    and 

Phone/fax  -  760-752-8624  knowledge  with  other  parents  and  families. 

California  Deaf-Blind  Services  (CDBS),  operated  by  the  We  are  fortunate  in  Alaska  to  have  a  trained  deaf-blind 
State  Department  of  Education/Special  Education  specialist  working  in  our  school  district  as  well  as 
Division  (SDE/SED)  and  the  Exceptional  Family  another  trained  specialist  in  the  state  who  consults  with 
Resource  Center  (EFRC),  is  in  the  process  of  developing  schools,  provides  training  for  parents  and  professionals 
a  new  service  system  for  families.  EFRC  offers  families  and  provides  great  resources  of  information  for  us.  Scott 
emotional  support,  factual  information  and  has  been  fortunate  to  have  had  wonderful  school 
encouragement  from  the  perspective  of  being  a  parent,  experiences  thus  far.  We  were  turned  away  from  the 
Services  are  provided  to  families  of  individuals  with  state  school  for  the  deaf  because  he  was  "too 
disabilities,  birth  to  21,  in  San  Diego  and  Imperial  handicapped"  to  belong  there,  but  we  have  had 
counties.  EFRC  is  part  of  a  statewide  network  of  wonderful  experiences  in  his  home  school.  Scott  is  fully 
resource  centers.  Services  are  based  on  a  strong  belief  in  included  into  a  regular  first  grade  classroom  and  overall 
the  value  of  parent,  professional  and  community  we  have  been  thrilled  with  the  experience.  As  always 
partnerships.  there    are    disagreements    with    transportation    and 

questions  about  training  for  the  staff  that  works  with 
As  a  result  of  this  collaboration  and  the  hard  work  of  him,  but  overall  Scott  has  become  an  accepted  part  of 
parents  Nancy  Cornelius  and  JoAnn  De  Jaco,  the  Low  his   first   grade    class    both    socially   and    in    his   skill 
Incidence  Support  Network  (LISN)  was  developed.  The  development. 
focus  of  this  project  is  to  provide  central  access  to 
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(Continued  from  page  18) 

Gary  is  a  geologist  working  at  a  remote  mine  site  above  the 
Arctic  Circle.  As  is  common  in  Alaska,  he  works  a  rotation 
schedule  where  he  is  away  for  two  weeks  and  then  flies  home 
for  a  week  of  rest  and  relaxation.  I'm  presently  an  eighth 
grade  math  teacher  full  time  in  the  local  school  district.  I  also 
have  special  education  training  that  has  served  me  well  at  lEP 
time. 

On  another  note,  in  Alaska  we  were  fortunate  to  have  Alaska 
Dual  Sensory  Impairment  Services  sponsor  a  course  during 
the  Alaska  Statewide  Special  Education  Conference.  Irene 
Topor,  Ph.D.,  Assistant  Professor  at  the  University  of  Arizona 
in  Tucson,  presented  at  the  two-day  course  entitled 
"Encouraging  Use  of  Visual  and  Compensatory  Skills  in 
Children  with  Multiple  Disabilities^  Including  Vision  and 
Hearing  Loss."  Dr.  Topor  is  a  vision  specialist  who  worked 
with  participants  on  ways  to  use  environmental  aspects  such 
as  color,  contrast,  lighting,  space/ distance  and  time  to 
facilitate  efficient  use  of  vision.  She  described  techniques  such 
as  installing  dimmer  switches  to  better  control  lighting  in  the 
environment,  lining  drawers  with  contrasting  colored  contact 
paper  to  help  those  with  limited  vision  to  locate  items,  and 
using  reflective  tape  to  mark  where  items  should  be  placed  so 
that  they  will  be  more  easily  located  visually.  She  also  spent 
time  reviewing  many  different  causes  of  visual  impairment, 
the  process  of  conducting  a  functional  vision  assessment  and 
the  effects  of  common  medications  on  vision.  It  was  a  great 
conference,  attended  by  families  and  professionals  from 
throughout  the  state  of  Alaska,  thanks  to  funding  from  the 
Alaska  DSI  Services. 

I'm  looking  forward  to  my  new  role  as  Region  10  Director. 
Please  feel  free  to  contact  me  with  questions,  suggestions 
or  comments  by  phone,  fax,  e-mail  or  at  my  home 
address:  8824  Dome  Circle,  Eagle  River,  AK  99577.  ^^ 
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RUBELLA  OUTBREAK  IN  TEXAS 


The  Texas  Department  of  Health  is  concerned  that 
an  outbreak  of  rubella,  also  known  as  German  measles, 
could  become  widespread  in  Texas.  Thirty-five  cases  have 
been  confirmed  there,  compared  with  12  in  1997  and  8  in 
1996.  Many  of  the  infected  individuals  were  immigrants 
from  Mexico,  where  more  than  7,000  cases  of  rubella  have 
been  recorded  this  year.  The  virus  is  transmitted  by 
droplets  from  the  nose  or  throat  of  an  infected  person. 
Persons  with  rubella  are  infectious  from  one  week  before  to 
one  week  after  the  onset  of  the  faint  pink  or  red  rash 
associated  with  the  disease.   Symptoms  usually  appear 


between  12  to  23  days  after  exposure  to  the  virus.  Some 
people  show  no  symptoms. 

The  Department  cautioned  those  who  may  not 
have  been  immunized  for  rubella.  The  virus  is  particularly 
dangerous  to  pregnant  women,  as  severe  physical  and 
developmental  problems  can  occur  in  babies  whose 
mothers  contract  rubella  in  the  first  trimester  of  pregnancy. 
Women  can  be  tested  to  see  if  they  have  rubella  antibodies. 

(Texas  Department  of  Hea/th,  April  24,  1998) 
Ed.  note:  In  April  of  1997,1900  cases  of  rubella  were  identified  in  Manitoba, 
Canada.  It  is  not  known  how  many  pregnant  women  were  infected.  Isolated 
outbreaks  of  rubella  have  also  been  reported  in  several  parts  of  New  York  State. 
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SUPPORT  THE  NFADB! 
INDIVIDUAL  MEMBERSHIP  CATEGORIES 


Name:. 

Address:. 
City: 


State: 


FAX:(     ). 


Zip:. 


REGULAR:  any  person  who  is  deaf-blind,  their  parent,  guardian  or 

family  member.  Phone:( )_ 

n  One  Year  $15     DThree  Years  $30     □     Lifetime  $100 

PROFESSIONAUASSOCIATE:  individuals  interested  in  supporting      Information  about  person  who  is  deaf-blind 
the  mission  and  purpose  of  the  Association.  Name 

D  One  Year  $15     D  Three  Years  $30     D    Lifetime  $100 


Birthdate: 


ORGANIZATIONAL:  any  established  parent/family  organizations  Relationship  tO  you:    

interested  in  supporting  ^e  mission  and  purpose  of  the  Association.       ^ause  Of  deaf-blindneSS 
D  One  Year  $100    D  Three  Years  $250 


□  SCHOLARSHIP:  I  am  an  individual  w^ho  fits  the  Regular 
membership  category  and  am  requesting  a  "scholarship"  to  receive 
the  nev^sletter  for  a  one  year  period. 

ONLY  REGULAR  MEMBERS  ARE  ENTITLED  TO  VOTE  AND  ARE 
ELIGIBLE  FOR  ELECTION  TO  OFFICE 

ALL  MEMBERS  AUTOMATICALLY  RECEIVE  OUR  NFADB 
MEMBERSHIP  KIT  AND  OUR  TRI-ANNUAL  NEWSLETTER 

CONTRIBUTING  SPONSORS:  those  involved  by  reason  of 
monetary  or  other  gifts  of  value  to  the  Association, 
a  Contributing  Sponsor  -  $ 


I  give  permission  to  share  my  name  with  other  families 
whose  children  have  similar  etiologies  or  disabilities. 
□  Yes    ONo 

I  give  permission  to  include  the  above  information  in  a 
"Members  Only"  directory.    □  Yes    nNo 

NFADB  Newsletter  is  also  available  by  request  in 
BRAILLE,  on  disk  (WP5.1)  or  U\RGE  PRINT. 

Please  return  with  check  or  money  order  payable  to 
"NFADB"  to:  NFADB/Membership,  111  Middle  Neck 
Road,  Sands  Point,  New  York  11050-1299. 
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VOLUME  5,  NUMBER  1 


FALL  1998 


Reflections  on  Connections 

by  Peg  Pedersen,  Vice  President,  NFADB 


When  NFADB  was  formed  in  June,1994,  we  agreed 
that  ''individuals  who  are  deaf-blind  are  valued 
members  of  society  and  are  entitled  to  the  same 
opportunities  and  choices  as  other  members  of  the 
community."  All  of  our  goals  over  the  past  years  have 
reflected  that  statement.  We  have  become  a  dynamic 
family  organization  with  hundreds  of  members  across  the 
country  and  internationally.  We  have  been  recognized  as  a 
viable,  positive  voice  for  persons  who  are  deaf-blind  and 
their  families.  Our  voices  were  heard  loudly  and  clearly  for 
the  reauthorization  of  IDEA.  NFADB's  president  attended 
the  307.1 1  project  director's  meeting  and  talked  about  the 
needs  of  children  who  are  deaf-blind.  NFADB  was 
represented  at  the  Deafblind  Focus  Croup  sponsored  by 
the  Department  of  Education.  We  are  collaborating  with 
DBLink  to  develop  an  lEP  handbook  specific  to  deaf- 
blindness.  And  we  continue  to  support  the  goal  of  a  having 
a  parent  organization  in  every  state.  All  of  this  work  on  a 
state  and  national  level  is  vitally  important.  Yet,  equally  as 
important  are  the  personal  connections  made  between 
families. 

In  September,  the  Executive  Committee  met  to  set 
our  goals  for  the  1 998-99  fiscal  year.  We  remain  committed 
to  the  following  goals: 

To  connect  families  to  other  families  -  so  we  are  in 
the  process  of  expanding  our  database  and  developing  a 
membership  directory. 

To  connect  families  to  information  -  so  we  publish 
our  newsletter  three  times  a  year.  We  have  also  secured  a 
home  page  address  and  are  in  the  process  of  developing  a 
web  site. 

To  connect  families  to  professionals  -  so  we  are 
members  of  the  advisory  boards  of  the  National  Technical 
Assistance  Consortium  (NTAC),  and  DBLink,  the  national 
clearinghouse  for  information  on  deaf-blindness. 

On  a  personal  level,  how  do  these  connections 
make  a  difference  In  the  quality  of  our  lives  and  the  lives  of 
our  family  members  who  are  deaf-blind?  I  can  only  tell  you 
how  it  has  worked  for  my  family.  My  husband  Joe  and  I 
have  2  children.  Eric  is  29  years  old,  married  to  Liz  and 


living  in  Ceorgia.  Craig,  who  is  26  years  old,had 
pneumococcal  meningitis  at  the  age  of  3  months, 
causing  deafness,  visual  impairments,  and  severe 
mental  and  physical  delays. 

A  major  concern  for  our  family  was  a 
residential  placement  for  Craig  when  he  became  an 
adult.  Because  of  my  involvement  in  state  and 
national  parent  organizations,  I  have  had  many 
training  opportunities.  One  of  the  most  meaningful 
sessions  I  attended  was  on  personal  futures 
planning  by  Beth  Mount.  Beth  described  how  to 
develop  a  transition  process  built  on  choices  made 
by  people,  not  the  service  system.  She  taught  us  to 
focus  on  people's  capacities  instead  of  their 
limitations.  We  learned  how  to  identify  and  solidify 
connections  in  our  community  through  a  futures 
planning  team,  or  "circle  of  support."  My  husband 

(Continued  on  page  10) 
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The  National  Family  AssooATtoN  for  Deaf-Bund  (NFADB) 

SUPPORTING  PERSONS  WHO  ARE  DEAF-BLIND  AND  THEIR  FAMILIES. 
A  non-profit  national  family  organization  e^ablished  in  1994.  The 
philosophy  of  the  Association  is  that  'individuals  who  are  deaf- 
Wind  are  valued  members  of  society  and  are  entitled  to  the  same 
opportunities  and  choices  as  other  members  of  the  community.' 
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Published  three  times  a  year.  Deadlines  for  articles  are  January 
1 5,  May  1 5  and  September  1 5.  Please  address  all 
correspondence  to:   NFADB  Newsletter  Editor,  111  Middle 
Neck  Road,  Sands  Point,  NY  11050-1299.  Tel:  (8:45  a.m.  - 
4:30  p.m.,  EST)  800-255-0411  x275;  TTY:  516-944-8637;  FAX: 
516  944-7302. 

This  publication  is  supported  in  part  by  the  Helen  Keller  National  Center, 
Sands  Point,  NY  and  the  HiltonA'erkins  Program  of  Perkins  School  for  the 
Blirid,  Watertr/wn,  MA.  The  HiltonA'erkins  Program  is  funded  by  a  grant 
from  the  Conrad  N.  Hilton  Foundation  of  Reno,  Nevada.  Opinions 
expressed  in  the  newsletter  do  not  necessarily  reflect  the  opinions  of 
.NFADB,  HKNC  or  Hihon/Perkins. 


Ralph  Warner,  President 


On  August  1  St,  1 998,  we  held  our  seconci  General 
Membership  Business  Meeting  immediately  following  the 
close  of  the  NTAC/NFADB  sponsored  2-day  conference 
"Going  for  the  Best:  Building  Excellence  and  Strength 
Together"  in  St.  Louis,  MO.  It  was  a  pleasure  to  meet  so 
many  family  members  new  to  us  and  reacquaint  our- 
selves with  familiar  faces.  At  the  business  meeting,  we 
shared  committee  reports  and  business  items  of  the 
organization  and  elected  Officers  and  Regional  Directors 
(RDs).  We  also  created  a  subcommittee  to  address  the 
area  of  Interveners  for  Persons  who  are  Deaf-Blind  fol- 
lowing input  from  the  membership  present.  A  summary 
of  the  minutes  from  this  meeting  can  be  found  on  page 
19  of  this  newsletter. 

The  NFADB  Board  met  together  early  in  Novem- 
ber at  Perkins  .School  for  the  Blind  in  Watertown,  MA. 
There  we  welcomed  our  newest  RDs  in  person:  Sheri 
Stanger,  NY,  Region  2,  Debbie  Ethridge,  AR,  Region  6  , 
Yvette  Tanner,  CO,  Region  8  and  Molly  Coulter,  AK, 
Region  10.  You  will  be  hearing  more  about  and  from 
them  in  future  editions  of  this  newsletter.  Clara  Berg, 
former  RD  in  Region  2,  is  now  the  liaison  for  Interna- 
tional Memberships. 

I  have  been  busy  representing  NFADB  at  confer- 
ences and  meetings.  In  August,  I  co-presented  at  the 
Canadian  Deaf-Blind  and  Rubella  Association  Confer- 
ence with  Eric  Kloos,  the  307.11  director  from  Min- 
nesota. We  talked  about  Parent/Professional  Collabora- 
tion and  the  importance  of  parent  support  groups.  The 
information  was  well  received.  In  early  October,  I  at- 
tended the  Project  Directors'  meeting  in  Washington, 
DC.  Here,  I  encouraged  continued  emphasis  on  child 
centered  services. 

NFADB  is  in  the  process  of  compiling  a  "Members 
Only  Directory"  to  assist  you  in  networking  with  other 
families  whose  children  have  similar  etiologies  or  disabili- 
ties from  across  the  nation.  If  you  would  like  your  name 
and  other  information  included  in  the  directory,  please 
fill  out  the  permission  form  located  on  the  membership 
application  on  the  back  page  and  return  it  to  us  as 
indicated. 

As  always,  we  look  forward  to  hearing  from  you 
so  please  keep  in  touch.  Newsletter  info  and  responses 
can  be  E-mailed  to  Nancy  Ann  Sherman  at  NAnnSherm. 
Information  can  also  be  faxed  to  the  editor  at  516-361- 
6512. 
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Parents'  Perspectives  on 
Behavior,  Communication  and  Instructional  Strategies 


by  Carrie  Mastert,  WA,  Regional  Director  Coordinator,  NFADB 


This  past  July,  the  National  Technical 
Assistance  Consortium  (NTAC)  gathered 
80  parents  and  family  members, 
representing  children  from  infancy  to 
yoimg  adulthood,  in  St.  Louis  to  discuss 
and  identify  the  most  important  methods  in 
the  areas  of  commimication,  behavioral 
issues  and  instructional  strategies  in 
educating  our  children  who  are  deaf-blind. 
"Going  for  the  BEST:  Building  Excellence 
and  Strength  Together"  reinforced  the 
belief  that  parents  are  an  integral 
component  in  ensuring  their  child  receives 
the  BEST  opportunities  to  maximize  their 
potential.  The  families  attending  this 
conference  characterized  the  full  diversity 
of  abilities  found  in  the  deaf-blind 
population  so  that  the  strategies  that  follow 
can  apply  to  any  individual. 

We  were  fortunate  to  have  Jerry 
Petrofif,  Director  for  the  New  Jersey  Deaf- 
Blind  Project,  facilitate  this  lively  and 
effective  workshop.  His  wit  (as  well  as  his 
resiliency  to  heckling)  captivated  the  entire 
audience  and  allowed  for  open  discussion 
and  respect  for  each  other's  ideas. 

Action  plans  to  disseminate  and 
incorporate  these  strategies  into  state 
trainings,  state  parent  group  grants,  and 
other  programs  were  devised.  Attendees 
were  sent  home  charged  with  following  up 
on  these  plans.  NFADB  Regional  Directors 
have  been  contacting  these  folks  and  are 
excited  about  the  activities  they  have 
accomplished.  For  example,  Iowa  has 
distributed  copies  of  the  "Best  Practices" 
information  to  all  Parent  Education 
Coordinators  and  to  the  Central  Point 
Coordinating  Committee.  The  "Best 
Practices"  information  is  also  distributed 
for  inclusion  in  all  person  centered 
planning  sessions.  Washington  State  has 
incorporated  many  of  the  strategies  into 
their  family  support  grant  to  provide 
training  to  parents  and  professionals 
around  the  position  of  "Best  Practices." 


A  few  of  the  best  practices  in  Positive  Behavior  Strategies  include: 

y  Behavior  is  a  communicative  function  which  must  be  understood  and  acknowledged 

as  communication. 
>■  Individuals  with  deaf-blindness  have  unique  needs  that  must  be  met.   Their 

individual  likes,  dislikes,  and  personality  must  be  respected, 
y  All  service   providers,    including    those    in    the    mental   health  field,    need 

comprehensive  training  about  the  uniqueness  of  deaf-blindness  and  its  impact  on 

behavior.  A  range  of  services  must  also  be  available. 
y  It  is  important  to  provide  the  individual  who  is  deaf-blind  with  a  sense  of  security, 

love,  affection,  and  patience. 

Parents'  perspectives  on  Important  Practices  in  Communication  include: 

>  Families  and  professionals  need  to  gain  an  understanding  of  various  communication 
techniques,  strategies,  and  modes  in  order  to  give  the  student  an  individualized  and 
appropriate  communication  system  that  reflects  the  learner's  assessed  needs  and 
respects  the  family's  choice. 

>  Students  should  be  provided  with  multiple  communication  approaches  including 
total  communication,  sign  language,  pictures,  and  augmentative  communication 
methods  in  both  home  and  school  environments. 

>  Teachers  and  service  providers  must  understand  that  all  behavior  has  a 
communicative  function  and  should  not  be  construed  as  a  "problem. "  Individuals 
who  are  deaf-blind  should  have  the  opportunity  to  express  their  needs  and 
fiT4strations  without  being  judged. 

y  Each  individual  who  is  deaf-blind  should  be  provided  a  communication  facilitator 
(certified  interpreter,  certified  intervenor,  trained  paraprofessional,  etc.). 

y  Children  and  adults  who  are  deaf-blind  should  be  provided  with  the  necessary  tools 
to  encourage  acceptance  into  his/her  preferred  community  (deaf  community  or  other 
appropriate  cultures). 

A  quick  look  at  some  of  the  Important  Practices  in  Instructional  Strategies  and 
Program  Development  echo  and  build  upon  those  already  mentioned.  For  example: 

>  A  range  of  housing,  supported  living,  supported  and  independent  work,  community, 
recreation,  and  social  options  should  be  available. 

y  It  is  important  for  the  individual  who  is  deaf-blind  to  have  a  place  in  his/her 
community  with  access  to  a  full  spectrum  of  life  experiences. 

>  Provisions  for  continued  and  non-interrupted  services  are  needed  throughout  the 
life  of  a  person  experiencing  deaf-blindness. 

y  The  individual  who  is  deaf-blind  must  be  a  valued  member  of  a  community  which 
affords  him/her  a  full  spectrum  of  accessible  life  experiences. 

This  workshop  was  an  empowering  experience  for  many  parents  and  family 
members  whose  voices  have  not  been  heard.  NFADB  certainly  appreciates  the  support 
(both  financial  and  emotional)  of  NTAC  and  the  State  Deaf-Blind  Projects  in 
providing  the  means  of  gathering  so  many  families  together  for  this  meaningful 
workshop. 
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ASK    DB - 


LINK 


...about  Resources  for  TOYS 

by  Betsy  L  McCinnity,  Information  Specialist 


DBLink  is  a  clearinghouse  for  information  on  deafblindness.  ASK  DBLinIc  is  a  new  feature  of  News  From 
Advocates  for  Deaf-Blind  in  which  a  DBLink  Information  Specialists  will  provide  information  based  on  actual 
requests  from  parents  and  family  members.  If  you  have  questions  about  any  topic  in  deaf-blindness,  please  call 
DBLink  at  (800)  438-9376  (Voice);  (800)  854-701 3  (TTY);  or  visit  their  web  site  at  www.tr.wou.edu/dblink 


One  of  my  favorite  DB-LINK  requests  came  in  two 
years  ago  in  late  December.  It  was  from  a  young 
man  who  was  just  beginning  his  Christmas 
shopping.  He  was  the  proud  uncle  of  a  three- 
month  old  girl  with  CHARGE  Association.  His 
niece  was  thought  to  have  a  significant  hearing 
loss  and  limited  vision.  He  really  wanted  to  get  her 
a  toy  and  he  wanted  to  be  sure  that  he  got  the 
"right  thing". 

Typically  when  someone  calls  with  a  question 
about  locating  toys,  DB-LINK  staff  will  offer  a  few 
resource  numbers  by  phone,  and  then  mall  out  a 
larger  list  of  resources.  We  will  also  include  a  short 
article  or  two  and  a  more  complete  list  of  articles 
related  to  the  subject.  The  column  below  contains 
some  of  the  resources  we  provide. 


DB-LINK  catalogues  articles  from  many 
newsletters  written  by  the  State  Deaf-Blind 
Projects.  Several  of  these  articles  list  catalogs  and 
companies  from  which  you  can  order  adapted 
and  developmental  toys.  A  bibliographic  listing 
from  our  catalog  database  lists  about  thirty-five 
articles  related  to  toys  and  adapted  play.  This  list 
can  be  fine  tuned  depending  on  the  child's  age  or 
the  caller's  specific  interests. 

In  the  case  of  the  proud  uncle,  the  stores  were 
closing  and  he  had  only  a  few  hours  left  to  shop. 
He  chose  a  baby  doll  that  was  safe  for  an  infant.  I 
told  him  that  I  thought  his  niece  would  love  It! 


"^ 


^  The  Guide  to  Toys  for  Children  Who 
Are  Blind  or  Visually  Impairedjointly 

produced  by  the  Toy  Manufacturers  of 
America  (TMA)  and  the  American 
Foundation  for  the  Blind  (AFB),  is 
available  in  print  or  audiocassette  free  of 
charge  by  contacting  AFB  at  (800)  232- 
5463. 

^  If  the  caller  has  a  sense  of  the  child's 
interests  and  abilities,  the  National 
Lekotek  Center  has  a  Toy  Resource 
Helpline  (800)  366-7529  that  provides 
individualized  assistance  on  toys  and  play 
ideas  for  children  with  disabilities. 


^  Each  October,  Exceptional  Parent 
magazine  has  an  annual  toy  review 
excerpted  from  the  Oppenhein  Toy 
Portfolio.  The  1999  edition  of  the 
Oppenhein  Toy  Portfolio,  The  Best  Toys, 
Books,  Videos  &  Software  for  Kids 
provides  reviews  of  current  products 
including  adaptation  and  activity  ideas. 
The  cost  is  about  twelve  dollars  and  can 
be  ordered  through  the  Exceptional 
Parent  Library  at  (800)  535-1 91 0. 
^  Toy  Guide  for  Differently  Abled  Kids 
from  Toys  "R"  Us  is  available  free  by 
calling  (800)  732-3298. 
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LEARNING  ABOUT: 


Joyce  Wulf,  Parent,  OR 

/nfantile  Refsum  Disease  (IRD)  is 
categorized  as  a  leukodystrophy, 
a  group  of  disorders  in  which 
there  is  a  progressive  degeneration 
of  the  white  matter  of  the  brain. 
One  of  the  symptoms  in  children 
who  inherit  this  genetic  disorder  is 
a  deficiency  in  DHA 
(docosahexanoic  acid),  an 
essentia!  fatty  acid  responsible  for 
myelination  of  the  brain  and  nerve 
development.  Myelin  sheaths 
protect  and  insulate  the  nerve 
fibers  in  the  brain.  Delayed 
myelination  of  the  brain  causes 
blindness,  deafness, 

developmental  delay,  hypotonia 
(low  muscle  tone),  delayed  bone 
growth,  liver  disease,  poor  clotting 
function  and  abnormally  high  and 
very  long  chain  fatty  acid  build-up 
in  the  blood.  The  disease  is 
considered  terminal  as  most 
children  die  within  the  first  5-6 
years  of  life.  However,  some 
children  live  into  their  teens  like 
my  son  Adam.  Adam  is  now  19 
years  old  and  doing  very  well, 
going  to  school  at  Westview  High 
School.  He  will  graduate  in  the 
year  2000.  He  enjoys  horseback 
riding,  swimming,  legos,  movies, 
and  the  trampoline.  He  lives  12 
miles  from  us  with  Brock  and 
Tandy  Wolf,  his  foster  parents. 
They     are     special      education 


teachers  and  he  is  their  only  child.  They  are  two  of  the  most  fantastic  people 
we  have  met,  in  their  dedication  and  expertise  in  helping  us  with  our  son. 

Adam  has  an  older  brother,  Benjamin,  who  is  20  and  studies 
languages.  Debora,  1 7,  is  our  only  daughter  and  studies  music.  Joseph  is  1 0 
years  old,  and  is  the  "Lego  King"  of  our  house.  He  also  enjoys  the  piano,  likes 
science  and  math.  Matthew  is  1 1 -months-old  and  also  has  IRD,  but  unlike 
Adam,  he  has  been  on  DHA  therapy  from  Dr.  Manuela  Martinez  in 
Barcelona,  Spain.  Her  treatment  of  patients  with  IRD  is  to  supplement  the 
child  with  the  missing  essential  fatty  acid  and  keep  him  or  her  on  a  balanced 
diet.  This  includes  low  intake  of  milk,  meat  fat  and  green  leafy  vegetables 
which  are  high  in  phytanic  acid.  This  remarkably  effective  treatment  can 
begin  in  the  first  few  weeks  of  life.  It  is  in  the  experimental  stages  in  the 
United  States.  It  has  significantly  helped  Matthew's  vision,  development  and 
hypotonia. 

Adam  is  taking  DHA  now  and  it  seems  to  be  helping  him  also.  He  is 
doing  so  many  more  things  independently,  and  appears  to  be  seeing  better  at 
night.  At  three  years  of  age,  we  did  visit  a  state  facility  to  find  out  about 
institutions.  Adam's  doctors  encouraged  us  to  explore  placement  options 
early,  because  some  of  the  waiting  lists  were  years  long.  Reach  Center  was  a 
small  group  home  near  us  that  was  ideal  for  Adam's  care.  Adam  was  seven. 
He  lived  there  for  6  years,  coming  home  often,  and  we  could  visit  anytime. 
As  things  changed  in  the  care  at  Reach  Center,  we  became  aware  of  the  need 
to  find  a  different  home  or  family  to  help  us  care  for  our  son.  That  is  when 
Tandy  and  Brock  came  into  our  lives,  and  have  been  family  ever  since! 

Adam  has  come  a  long  way,  living  long  past  the  5  years  the  doctors 
gave  him,  and  he  has  been  a  big  help  in  giving  us  advice  about  Matthew.  He 
recently  typed  to  us,  "Don't  be  sad  about  the  handicaps,  but  be  happy  about 
the  things  we  can  do."  Adam  has  so  much  to  give.  His  life  has  been  a 
tremendous  learning  experience  for  us,  one  which  I  would  not  trade  for 
anything.  He  is  helping  us  write  a  different  story  for  his  brother  Matthew. 

The  following  essay  was  written  by  Adam,  in  1994,  when  he  was  14 
years  old.  It  opens  with  a  memory  from  when  he  was  a  precious  22-months- 
old. 


QROuiing  up...^)^^ndIc^^ppcd 


I  remember  the  day  the  doctor  told  Mom  that  I  was  retarded  and  would  always 
walk  with  a  weird  walk.  I  felt  this  was  a  death  sentence.  I  worried  about  the 
"retarded"  diagnosis  and  what  would  happen  to  me.  The  doctor  told  my  Mom  to 
put  me  in  an  institution  because  I  would  be  hard  to  care  for,  impossible  to  keep 
at  home.  He  said  I  would  go  blind  and  deaf  and  there  was  no  cure  for  my 
disease.  In  our  family  it  is  a  genetic  disease  that  happens  to  one  in  four  children. 
Why  did  I  have  to  tDe  the  one?  He  said  I  would  never  talk  and  would  certainly  die 
young,  but  that  would  be  a  blessing.  My  Mom  cried  and  cried,  she  hurt  so  bad. 
I  felt  bad  for  Mom.  I  did  not  know  what  an  institution  was.  I  did  not  understand 
what  deaf  and  blind  meant.  I  only  knew  we  were  sad  and  Mom  and  Dad  cried  a 
lot  at  night.  I  really  felt  bad  I  had  made  them  so  sad.  I  did  not  know  what  to  do. 
I  was  worried  and  scared  that  they  would  give  up  on  nne.  I  felt  angry  at  the 

(Quouimg  up  tTMKlicAppcd  continued  on  page  9) 
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HV  and  AIDS:  A  Prevention 

Video 

for  Deaf  Students 


Am  Far  (American  Foundation  for  AIDS 
Research)  has  been  selected  to  distribute  a  new 
HIV/AIDS  video  for  deaf  and  hard-of-hearing 
students.  Written  and  produced  by  the  National 
Technical  Institute  for  the  Deaf,  a  college  of 
Rochester  Institute  of  Technology,  this  video 
provides  information  in  American  Sign 
Language,  English  voice-over  and  closed 
captions. 

In  the  main  segment,  a  young  man  discovers 
there's  a  lot  he  doesn't  know  about  HIV  and 
AIDS.  His  friend  helps  him  learn  how  HIV  works 
in  the  body  and  how  to  protect  himself  from  the 
virus.  In  addition,  real-life  scenarios  discuss  ways 
to  show  love  and  affection  without  having  sex;  a 
couple  talks  about  being  intimate  and  the 
importance  of  condom  use  is  stressed. 

Two  versions  are  available.  The  34-minute 
version  contains  the  main  segment  described 
above  and  lists  HIV  education  and  service 
resources.  The  47-minute  version  contains  the 
same  as  above  PLUS  a  demonstration  using 
graphic  sign  language  and  anatomical  models. 

The  videos  are  free  to  New  York  State  residents 
or  organizations.  Out-of-state  and  international 
individuals  and  organizations  may  purchase 
videos  for  $25  each  plus  shipping  and  handling. 
For  additional  information  about  purchasing 
and  shipping  costs,  contact  Lisa  Chiu  at 
AmFAR,  120  Wall  Street,  13th  Floor,  New 
York,  NY  10005;  phone  -  212-806-1600; 
Fax -212-806-1601; 
E-mail  -  lisa.chiu@amfar.org  ^ 


Aroiiiii/the  House  -  Or§sniziii§  the  Pantrf 

by  Nancy  O'Donnell,  Editor 


I  have  always  been  curious  as  to  how  a  person  who 
is  blind  differentiates  between  the  contents  of  boxes  and 
cans  in  their  kitchen  cabinets.  How  do  they  pick  the 
Cheerios  and  not  the  Kix?  Do  they  have  to  open  each  box 
and  feel  or  smell  the  ingredients?  What  about  canned 
items? 

I  recently  received  a  quick  lesson  on  "The  Art  of 
Pantry  Organization"  when  I  visited  the  Independent 
Living  Department  at  the  Helen  Keller  National  Center. 
Here  are  some  of  the  "tricks  of  the  trade"  as  shared  by 
Department  Head  Phine  Haugh: 

X    Pantry  shelves  can  be  organized  by  category  like 
"Cereals,"  "Baking  supplies,"  "Spices,"  and  "Soups." 
X    The  edges  of  the  shelves  can  be  labeled  in  raised 
print  and  Braille. 

X  Plastic  baskets  or  shelf  and  drawer  dividers  can 
help  keep  categories  separated.  These  are  also  helpful 
with  bagged  items  like  beans  and  pasta.  A  one-zip  slider 
bag  is  especially  convenient  for  those  with  poor 
manipulation  or  limited  vision. 

X  Raised  print  or  Brailled  index  cards  can  be  secured 
with  a  rubber  band  around  each  box  or  can  in  the  closet. 
When  the  item  runs  out,  the  cards  can  be  used  as  a 
shopping  list!  After  grocery  shopping,  the  label  is  re- 
secured  to  each  item. 

And  now,  with  the  cold  weather  coming,  and  all 
those  hats  and  gloves  that  go  along  with  it,  I'll  pass  along  a 
little  organizational  tip  I  use  at  home.  We  hang  the  clear 
plastic  shoe  organizers  on  the  inside  door  of  our  coat 
closet.  One  pair  of  gloves  or  a  hat  fit  very  nicely  into  each 
pocket  so  they're  readily  available  as  we  grab  our  coats  in 
the  morning.  When  my  kids  were  little,  we'd  put  their 
things  in  the  lower  pockets  so  they  could  reach! 


web  w^atch 


Job  Accommodation  Network 

http  ://www.  j  an  web .  icdi .  w^vu .  edu 
National  Federation  of  the  Blind 

http://vAvw.nfb.org 


Health  Care  Financing 
Administration 

http://wvAV.hhs.gov 
Empowerment  Zone 

http://www.empowermentzone.com 


Healthfinder  Home  Page 

http://www.healthfinder.gov 
National  Center  for  the 
Dissemination  of  Disability  Research 

http  :\\wvAv.  ncddr.  org 
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¥^in^^^^^  )ourmA  -  The  Ouisin$crs 

by  Mary  Lou  Guisinger,  Parent,  Michigan 


jenni's  New  Life  -Transition  in  Action 

This  is  story  of  frustration  and  hope.  Hope  is  the 
message  I  want  to  give  but  frustration  is  the  reality  I 
need  to  share.  Transitioning  from  the  educational 
system  to  adult  services  is  often  difficult  and  requires 
constant  attention.  This  process  took  our  family  ten 
years. 

Michigan  is  a  unique  state  because  its  special 
education    law    provides 
education  until  the  age  of 
26.   While  this  law  has 
provided  extended 

schooling  for  persons  with 
disabilities,  it  often  has 
pushed  back  the  timeline 
when  adult  service 
agencies  begin  providing 
services.  Some  agencies 
see  it  as  a  law  protecting 
them  from  providing 
services  until  a  person 
reaches  the  age  of  26 
rather  than  when  the 
individual  is  ready  to 
transition.  We  had  to 
learn  that  lesson  the  hard 
way.  We  began  our 
journey  in  transition  when 
Jenni    was    16    and    we 

invited  the  adult  service  agencies  to  her  lEPC.  We 
wanted  them  to  know  Jenni,  to  be  prepared  to 
provide  the  services  she  would  need  as  an  adult.  The 
only  agency  that  attended  was  the  Commission  for  the 
Blind  who  had  an  active  case  with  jenni  due  to  her 
low  vision  needs.  We  continued  to  invite  all  the 
agencies  every  year,  without  success.  We  put  Jenni's 
name  on  the  community  mental  health  waiting  list  for 
residential  and  employment  support  when  she  was 
1 8.  Every  year  we  checked  for  availability  of  services 
and  were  told  she  was  still  "on  the  list." 

When  she  was  21,  jenni  attended  the  Helen 
Keller  National  Center  (HKNC)  for  15  months.  Upon 
returning  home  at  age  22,  jenni  went  back  into  the 


Jennie  really  enjoys  living  in  her  own  place 


education  system  because  the  adult  service  system 
wouldn't  provide  services.  During  this  time  our 
advocacy  training  became  very  useful.  We  have  been 
involved  with  HKNC  and  their  Technical  Assistance 
Center  (TAC)  since  the  early  1980s  and  attended 
several  parent  workshops  where  we  received  valuable 
advocacy  training.  The  workshop  topic  that  was  most 
beneficial  was  personal  future  planning  (PFP).  We 
learned  how  to  develop  maps  and  diagrams  of  jenni's 

likes  and  dislikes,  our 
hopes  and  fears,  goals  for 
the  future  and  a  list  of 
support  services  she  would 
need  to  meet  these  goals. 
We  invited  all  of  the  staff 
who  worked  with  jenni  to 
a  meeting  at  our  home. 
We  all  sat  together  and 
developed  a  PFP  for  jenni. 
We  continued  to  meet 
bi-monthly  for  the  next 
four  years,  with  jenni's 
goals  as  our  focus.  We 
brainstormed  ways  to 
reach  those  goals.  Each 
meeting  ended  in  an 
action  plan  which  kept 
everyone  committed  to  the 
process. 

My  husband  and  I 
began  keeping  a  log, 
documenting  all  communications  with  people  in 
various  agencies.  The  log  proved  very  beneficial  as  we 
searched  for  support  for  adult  services.  It  clearly 
illustrated  the  reasons  for  our  frustration.  When  we 
met  with  our  state  senator,  we  gave  him  a  copy. 

When  jenni  turned  26  and  exited  her  school 
program,  community  mental  health  provided  funding 
for  her  work  program  and  some  respite  care.  We 
escalated  our  efforts  and  finally  received  the  Home 
and  Community  Based  (HCB)  waiver  in  1995,  which 
provided  staff  in  our  home  up  to  eight  hours  a  day, 
five  days  a  week.  Staffing  proved  to  be  a  problem  and 
we  had  no  staff  for  several  months.  The  hiring  agency 

(continued  on  page  10) 
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BRIGHT  BEGINNINGS 

A  Book  Review  By  Henri  Qork,  Parent  TN 


When  I  was  approached  to  review  Bright 
Beginnings  by  Dr.  Natalie  C.  Barraga^  my 

initial  response  was  one  of  dread.  Although  I 
enjoy  reading  immensely,  I  detest  boring 
reading  material.  And  at  first  glance  of  this 
book,  I  felt  that's  exactly  what  I  had  been 
handed.  Luckily  though,  the  old  cliche  that 
"one  should  never  judge  a  book  by  its  cover" 
proved  true  in  this  particular  case. 

Starting  with  paragraph  number  one,  I 
identified  with  almost  everything  that  was 
written.  The  book  focuses  on  first  reactions 
experienced  by  parents  and  siblings  after  being 
told  by  a  specialist  that  their  son/daughter  or 
brother/sister  is  blind  or  visually  impaired.  It 
explored  emotional  reactions  ranging  from 
disbelief  or  confusion  to  denial.  These  feelings 
and  thoughts  are  natural  and  normal  -  in  fact, 
they  are  healthy!  Once  we  allow  ourselves  to 
verbalize  our  emotions  and  become  open  and 
honest  about  them,  only  then  can  we  grow  as 
parents  and  move  on  with  our  lives. 

As  parents  of  an  individual  who  is 
visually  impaired,  I  recognized  many  issues 
that  my  husband  Jim  and  I  had  encountered. 
Had  we  possessed  the  guidance  found  in  this 
book,  we  would  have  been  spared  much  grief. 
After  repeated  trial  and  error  resulting  from 
anger,  hurt,  confusion  and  denial,  honest 
acceptance  of  the  situation  allowed  us  to  begin 
mending.  Dr.  Barraga  states  that  "only  after 
acceptance  and  complete  honesty  with  oneself 
as  well  as  others  can  healing  occur."  She 
further  acknowledges  that  this  will  allow  the 
family  to  focus  on  relationships  with  spouse, 
family  and  extended  family  members.  Strong 
family  concepts,  coupled  with  modification 
from  all   involved,  creates  harmony  and  an 


enthusiastic  willingness  to  assume  one's  share 
of  responsibility. 

Your  identity  will  be  redefined  as  a 
result  of  your  child.  Eventually,  you  will 
perceive  yourself  as  a  worthy,  important 
person.  This  strong  person  can  then  channel 
positive  feelings  into  action.  Dr.  Barraga 
focuses  on  four  major  roles  that  are  important 
after  this  acknowledgement: 

1)  Give  honest,  unconditional  love  to 
your  child,  your  entire  family  and  your  friends 

2)  Be  a  teacher.  After  all,  we  will  be  the 
most  capable  and  long-lasting  constant  in  our 
child's  learning  life. 

3)  Be  a  good  listener.  Listen  carefully  to 
questions  and  expressions  because  they  often 
reveal  what  the  child  wonders  about  and 
understands,  as  well  as  their  fears. 

4)  You  are  a  forever  "back-up  system." 
As  parents,  you  will  be  a  back-up  system  as 
long  as  you  live.  Even  though  our  children  may 
become  physically  and  economically 
independent,  they  will  still  need  our  love. 

Finally  the  role  of  being  parent  or  sibling 
to  a  child  with  disabilities  presents  a  different 
type  of  challenge.  We  can  always  share 
knowledge  and  experiences  and  educate  those 
in  our  communities,  state  and  political  arena. 
As  a  parent/advocate,  we  can  do  more  to 
educate  others  to  our  needs  than  any  other 
group.  After  all,  we  have  earned  our  stripes. 
We've  been  there.  We've  done  that! 


Kind  words  can  be  short  and  easy  to  speak,  but  their  echoes  arc  truly  endless. 


-Mother  Teresa 
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h\\  in  fhe  Family  Includes.S&LMQS  TOO 

by  Nancy  Knn  Slr^e^P^«n,  M6 


When  my  sister,  Peggy  Sue,  and  I  went  to  visit 
our  sister,  Sara  Jane,  recently,  we  made  an  interesting 
revelation.  Sara  Jane  is  very  noisy!  Growing  up  to- 
gether at  home,  we  had  never  noticed  just  how  much 
noise  she  made. 

Sara  Jane  is  a  "singer."  During  her  many  sleep- 
less nights,  she  "sings."  When  we  lived  at  home,  we  all 
slept  right  through  it.  In  fact,  when  she  stopped 
singing,  we  naturally  awakened  to  check  on  her.  Dur- 
ing her  waking  hours,  she  sang  as  well,  but  that  was 
never  a  problem  for  us  either.  We  were  always  able  to 
carry  on  conversations,  watch  TV  or  listen  to  the  radio, 
oblivious  to  the  background  noise  she  was  providing. 
When  our  friends  asked  if  her  noise  bothered  us,  we 
didn't  even  know  what  they  were  talking  about! 

Now  that  we're  grown  and  each  of  us  has  our 
own  home,  our  family  Isn't  together  as  often.  During 
recent  family  gatherings,  we  noticed  that  Sara  Jane 
seemed  to  have  become  louder.  At  night,  her  singing 
has  kept  us  awake  and  during  the  day  it  is  sometimes 
difficult  to  carry  on  a  conversation! Peggy  Sue  and  I 
thought  maybe  she  had  gotten  louder  but  friends  say 
her  volume  hasn't  changed  at  all.  I  guess  we  have. 


Crowing  up  in  a  home  with  a  fairly  constant 
noise  level,  I  think  we  adapted  to  it.  We  learned  to 
tune  it  out,  to  work  around  it,  and  even  to  use  it  at 
night  to  sleep  soundly.  If  Sara  Jane  was  singing  at  2 
a.m.,  all  was  well! 

There  are  many  unusual  things  that  siblings  of 
people  who  are  deaf-blind  learn  to  accept.  These 
opportunities  can  be  quite  useful  in  teaching  us  to 
cope  with  life  in  general.  Squeaks  in  my  car,  children 
screaming  in  restaurants,  paper  rattling  in  church, 
people  crunching  ice,  reading  while  the  TV  or  radio  is 
on. ..these  things  never  bothered  me  because  I  could 
tune  them  out.  All  of  this,  thanks  to  my  sister,  Sara 
Jane,  the  Singer. 

Siblings!  We  welcome  your  responses  to  the  family 
issues  discussed  in  this  column  -  sibling  rivalry,  over- 
protectiveness,  etc.  Or,  if  you  would  just  like  to  get 
something  off  your  chest  or  share  a  sibling  story,  write 
to:  NFADB,  1 1 1  Middle  Neck  Road,  Sands  Point,  NY 
1 1 050,  or  directly  to  me,  Nancy  Ann  Sherman, 
25449  Pecan  Road,  Pass  Christian,  MS  39571- 
9276  or  FAX  me  at  228-255-5995.  ^ 


(Qkouimg  Up-n&ixftcAppcd,  continued  from  page  5) 

doctor. 

When  I  was  three,  I  remember  visiting  Fairview 
for  the  first  time.  Then  I  understood  what  an  institution 
was.  How  could  he  tell  them  I  would  be  t>etter  off  there? 
Where  did  he  go  to  school  anyway?  Did  he  think  he 
would  be  a  doctor  if  his  parents  had  sent  him  to  live  in  an 
institution?  When  people  become  doctors  they  are 
supposed  to  help  us,  not  hurt  us  rrxDre.  My  doctor  took 
me  away  from  my  parents  without  a  thought  for  my 
feelings.  Don't  retarded  people  have  feelings  too  or  only 
smart  ones  with  high  IQs?  I  am  not  retarded  but  it  should 
not  matter. 

When  I  was  in  school,  I  wanted  to  tell  my  teacher 
I  was  intelligent.  I  wanted  to  tell  her  I  am  a  nice  person.  I 
wanted  to  tell  her  that  I  am  a  person  who  is  different  and 
I  have  feelings.  I  wanted  to  play  with  the  other  kids.  I 
wanted  to  tell  the  teacher  I  am  a  good  person  and  I 
certainly  am  a  sad  person  because  I  cannot  talk.  Assess  the 
person  on  the  basis  of  the  heart,  not  on  the  talking.  I 
wanted  to  tell  her  that  I  am  a  fijnny  person  only  I  can't 
talk. 


Why  are  disabled  people  treated  so  badly?  No 
one  would  want  to  live  in  an  institution,  so  why  would 
we?  Other  people  need  to  know  what  it  is  like  to  be 
treated  worse  than  a  dog.  People  talk  to  their  dogs  like 
they  understand;  no  one  talked  to  me  that  way. 

I  love  rny  Mom  and  Dad  even  though  they 
brought  me  to  Reach  Center.  This  is  something  I  knew 
even  without  a  high  IQ.  They  were  very  brave  to  let 
someone  else  take  care  of  me.  I  feel  lonely  for  my  family, 
but  I  know  that  when  I  grow  older  I  can  assess  the 
situation  without  so  much  emotion. 

Now  that  I  am  in  regular  school,  I  am  not  txDred, 
although  it  is  hard  work  to  keep  on  the  honor  roll.  Science 
is  rny  favorite  subject.  The  kids  are  not  scary  to  me 
anyrrwre.  I  was  afraid  they  would  assess  me  on  what  I 
looked  like,  not  on  the  basis  of  who  I  am.  Even  though  I 
talk  on  a  typewriter,  they  do  not  think  I  am  stupid  or 
funny.  I  used  to  dream  about  going  to  regular  school.  I 
want  to  be  able  to  go  to  college  and  write  real  literature. 

I  am  happy  God  took  care  of  me  just  as  my 
parents  asked  Him  to.  Sacrifice  some  things  to  make  life 
tjetter  in  the  end.  I  am  strong  but  my  muscles  are  not.  My 
strength  comes  from  other  sources. 
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(^f^mitt^  )0MiTuJ  continued  from  page  7) 
didn't  have  any  staff  who  used  sign  language. 
They  had  to  advertise  the  job  at  the  local 
colleges  and  in  the  deaf  advocacy  newspaper.  It 
took  until  1 996  to  finally  get  staff  for  Jenni  in  our 
home. 

While  we  were  grateful  for  the  funding 
and  the  staff  in  our  home,  our  family  life 
became  difficult  to  maintain.  We  felt  it  was  too 
confusing  for  jenni  to  have  all  of  us  in  the  house 
at  the  same  time.  Jenni  would  seek  us  out 
instead  of  the  staff  for  her  needs  and  concerns. 
So  my  husband  and  I  began  staying  away  from 
home  until  9:00  p.m.,  when  the  staff  would 
leave.  This  was  a  very  difficult  time  for  us. 

After  many  years  of  effort,  Jenni  moved 
into  her  own  apartment  in  December  1997. 
Funding  is  provided  through  the  HAB  waiver. 
Jenni  works  at  a  special  education  school  as  a 
kitchen  aide  from  8  a.m.  -1  p.m.  every  day.  She 
has  two  wonderful  support  staff  who  alternate 
staying  with  her  in  the  apartment.  They  assist 
Jenni  with  banking,  laundry,  cooking  and  safety 
issues.  They  make  a  daily  schedule,  with  Jenni's 
input,  which  includes  jobs,  errands,  exercise 
and  fun  activities.  Jenni  and  her  staff  fax  us  the 
daily  schedule.  We  still  have  bi-monthly 
meetings  with  all  staff  involved,  but  now  they 
are  held  at  Jenni's  apartment. 

Jenni  has  become  much  more 
independent  in  her  new  home.  With 
interpreting  support  from  her  staff,  she  has 
joined  the  local  Special  Olympics  and  has 
participated  in  swimming,  track  and  softball. 
jenni  swims  in  her  apartment's  pool,  which  is 
one  of  her  favorite  activities.  And  since  moving, 
she  has  only  stayed  overnight  at  our  home  once. 
Instead,  she  invites  us  for  "sleepovers"  at  her 
apartment. 

jenni's  transition  into  the  adult  service 
system  has  been  a  challenging  experience  for 
us.  The  road  has  not  always  been  smooth  and 
the  wait  for  some  services  has  been  lengthy. 
However,  we  have  met  many  caring  and 
supportive  people  in  the  various  agencies  who 
now  have  Jenni's  needs  and  goals  as  their  focus, 
jenni  is  living  her  dream  -  a  home  of  her  own. 
As  Jenni's  parents,  we  feel  a  sense  of  comfort 
that  she  is  settled  and  living  with  support 
in  her  community.  "^ 


(Reflections  continued  from  page  1) 

and  I  used  these  skills  to  develop  a  plan  for  Craig.  He  now 
lives  about  1 5  miles  from  us,  in  a  community  integrated  living 
arrangement  (CI LA)  with  three  other  men  and  a  supported 
living  companion.  He  receives  these  services  from  Seguin  Inc., 
a  not-for-profit  agency  in  Illinois.  We  see  Craig  nearly  every 
weekend  and  feel  very  fortunate  that  he  lives  so  close  to  us. 

At  another  training  session  sponsored  by  NTAC,  we 
learned  how  to  approach  our  state  political  leaders  to 
advocate  for  programs.  The  trainers  confirmed  for  us  the 
importance  of  personal  contacts,  letter  writing  and  phone 
calls.  When  the  time  came  to  advocate  for  an  appropriate 
program  for  Craig,  we  did  not  hesitate  to  enlist  some  of  the 
families  that  we  had  met  at  our  State  deaf-blind  family 
weekend.  (Never  underestimate  the  power  of  personal  bonds 
made  after  hours,  over  a  drink  or  during  a  midnight  session  in 
the  lounge  of  the  hotel!) 

It  is  important  for  all  of  us  to  be  just  a  phone  call,  fax 
or  e-mail  away  from  obtaining  information  or  just  being  able  to 
talk  to  another  parent  experiencing  what  we  are.  It  is 
important  for  all  of  us  to  stay  abreast  of  current  political  trends 
so  that  we  can  voice  our  needs  and  the  needs  of  our  family 
members.  As  we  enter  a  new  fiscal  year,  NFADB  remains 
committed  to  helping  families  make  those  connections. 


LIVING  HONOR  GIFT,  MEMORIAL,  OR  CONTRIBUTION 

to 
The  National  Family  Association  For  Deaf-Blind 


Enclosed  is  $_ 
memory  of  _ 


given  as  a  contribution  or  as  a  gift  in  honor  or 


Q  Living  Honor  -  A  tribute  to  someone  you  wish  to  honor  while  they  are 
present  to  enjoy  your  thoughtfulness. 

Q  Memorial  -  A  gift  in  honor  of  someone  who  has  passed  on.  The  notice 
of  this  thoughtfulness  will  be  sent  to  whomever  you  specify. 
□  Mary  Margaret  O'Donnell  Memorial  Fund  -  An  ongoing  fund 
established  in  memory  of  our  former  president. 
Q  Contribution  to  NFADB  -  to  be  used  as  needed. 
All  honors,  memorials  and  contributions  are  tax  deductible  and  are  used 
to  further  the  goals  and  activities  of  NFADB. 


Please  send  a  note  about  this  gift  to: 


Name: 


Address: 

City: 
GIVEN  BY: 

State: 

Zip: 

Address: 

City: 

State: 

Zip: 

Send  this  form  with  your  donation  to:  NFADB,  1 1 1  Middle  Neck 
Road,  Sands  Point,  NY  1 1050.  Thank  you! 
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Experiential  Training  -An  Exceptional  Experience! 

by  Nancy  O'Donnell,  Editor 


Over  the  years,  I've  attended  quite  a  few  workshops 
and  conferences.  I  always  look  forward  to  going  so  I 
can  learn  new  things  and  connect  with  other 
professionals  and  families.  My  feelings  were  therefore 
typically  enthusiastic  as  I  boarded  an  airplane  on 
October  21st,  headed  for  a  3-day  workshop  in  St. 
Louis  billed  as  "Parents  Working  with  Parents-an 
Experiential  Training."  Although  I  am  not  a  "parent 
working  with  parents,"  my  work  with  NFADB  blesses 
me  with  quite  a  bit  of  interaction  with  families.  I  was 
also  totally  clueless  as  to  what  an  "experiential 
training"  might  entail.  But  because  my  trusted  friend 
and  colleague  Steve  Perreault  invited  me,  I  went. 

The  next  three  days  were  like  none  I  have  ever 
experienced.  On  the  first  morning,  roughly  thirty 
parent  specialists  and  professionals  from  around  the 
country  sat  around  a  room  and  tentatively  introduced 
themselves,  stating  their  name  and  title,  their 
expectations  from  the  workshop  and  their  fears.  I 
thought  it  was  a  bold  step,  asking  people  to  state  their 
fears  right  off  the  bat,  in  front  of  their  colleagues  and 
strangers.  But  as  the  group  gathered  momentum  and 
warmed  up  to  each  other,  the  fears  came  tumbling 
out.  "I'm  afraid  that  I  won't  remember  everything 
that's  said  here.. .that  my  state  will  lose  funding  for  my 
project... that  people  will  find  out  I  don't  know  what 
I'm  doing... that  I'll  be  given  more  things  to  do  and  will 
be  overwhelmed. ..that  I  won't  go  home  with  all  the 
answers."  Their  hopes?  "To  learn  how  to  work  with 
families  and  parent  organizations... to  learn  how  to 
balance  life,  especially  how  to  carve  out  'self  time... to 
learn  how  to  help  parents  so  they  can  eventually  act 
on  their  own  for  their  child." 

Now  that  the  cards  had  been  laid  on  the  table,  you 
might  expect  that  the  next  three  days  would  be  filled 
with  presentations  about  time  management, 
organizational  skills  or  similar  titles.  Nope.  It  was  all 
about  us.  We.  I.  Simply  stated,  the  premise  was  that  if 
we  learn  to  understand  ourselves  better,  then  we  can 
understand  and  work  with  others  better.  For  the  next 
three  days,  we  did  just  that.  Facilitated  by  the 
extraordinary  Marlyn  Minkin,  (and  accompanied  by 
the  technological  wizardry  of  Cathy  Kirscher  and  her 
Power  Point  Program)  we  first  took  the  Meyers  Briggs 


Type  Indicator,  a  personality  inventory.  This  survey 
helped  us  to  understand  how  we  perceive  things  and 
how  we  go  about  deciding  things.  The  categories  show 
how  we  are  energized  (Introversion/Extroversion),  how 
we  obtain  information  for  our  decisions  (Sensing/ 
Intuitive),  whether  we  operate  from  our  head  or  heart 
(Thinking/Feeling),  and  how  we  like  to  order  our  life 
(Judging/Perceiving).  (I'm  an  ENFJ  which  means  I'm 
"Responsive  and  responsible,  generally  feel  real 
concern  for  what  others  think  or  want  and  try  to 
handle  things  with  due  regard  for  the  other  person's 
feelings.  Can  present  a  proposal  or  lead  a  group 
discussion  with  ease  and  tact.  Sociable,  popular, 
sympathetic.  Responsive  to  praise  and  criticism." 
Hmmm...l  think  I  like  this  test!  )  We  learned  how 
people  with  different  combinations  of  these  qualities 
might  feel  and  act,  and  also  how  these  qualities  can 
influence  our  interactions  with  each  other.  It  was  a 
very  powerful  exercise... and  fun!  Marlyn  stressed  that 
no  personality  types  were  "better"  or  "worse"  than  the 
others.  We  are  who  we  are.  It  is  in  recognizing  and 
respecting  the  various  combinations  of  preferences  in 
each  personality  that  we  can  better  relate  to  and  work 
with  others. 

Another  powerful  exercise  was  constructing  our 
personal  family  genogram.  We  were  shown  how  to 
draft  a  simple  family  tree,  identify  qualities  or 
characteristics  of  individual  family  members  and  to 
identify  trends  and  key  events  in  their  lives  and  ours 
that  may  have  had  an  impact  on  us.  Marlyn  then  asked 
us  to  consider  how  these  experiences  may  still 
influence  us  as  adults,  even  in  our  professional  roles. 
For  example,  if  there  was  alcohol  abuse  in  your 
childhood  and  now,  as  a  parent/  professional,  you 
have  to  deal  with  a  family  in  which  alcohol  abuse  is 
happening,  this  may  cause  you  all  sorts  of  stress.  You 
may  even  be  unaware  of  why  you're  having  a  stressful 
reaction  to  that  family.  On  the  other  hand,  if  you  come 
from  a  long  line  of  humorists,  that  may  be  a  strength 
that  allows  you  to  work  well  in  even  the  "toughest" 
situations.  Once  we  become  conscious  of  the  impact 
of  the  various  qualities  we've  "inherited,"  we  are 
better  equipped  to  make  decisions  for  the  highest 
good  of  all  parties. 

('Experiential  Training,  continued  on  page  12) 
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Deaf-Blind  Persj>ectives  is  a  free  journal-like  publication, 
sponsored  by  Teaching  Research,  that  focuses  on  all 
pertinent  issues  important  to  people  who  are  deaf-blind, 
and  the  people  who  serve  them.  Deaf-Blind  Perspectives 
is  dedicated  to  facilitating  improved  service  delivery, 
limiting  cross-purpose  advocacy,  and  encouraging  the 
sharing  of  ideas  among  all  deaf-blind  groups  through 
accurate  and  contemporary  information.  Deaf-Blind 
Perspectives  spans  the  entire  age  range  from  birth  to 
senior  citizen  and  includes  discussions  about  those  who 
are  deaf-blind  and  cognitively  able  and  those  who  are 
deaf-blind  and  cognitively  disabled.  Articles  encompass 
early  intervention,  transition,  communication 
techniques,  parental  concerns,  syndrome  characteristics, 
community  living  options,  socialization,  etc.  DB-LINK 
and  NTAC  are  regular  contributors  to  the  newsletter. 

All  issues  of  Deaf-Blind  Perspectives  are  available  at 
http://www.tr.wou.edu.  If  you  would  like  a  free 
subscription  to  Deaf-Blind  Perspectives,  please  send  the 
following  information: 

Name 


Agency 

Street 

City 

State 

Zip 

Country  (if  other  than  U.S.) 

E-mail 

Please  specify  preferred  format 

Grade  2  Braille  Large  print 

ASCII  e-mail  or  3.5"  disk  Standard  print 

Send  to: 

Deaf-Blind  Perspectives 

Teaching  Research 
345  N.  Monmouth  Ave 
Monmouth,  OR  97361 


TTY:  800.854.7013 
Fax:  803.838.8150 


Voice:  800.438.9376 
E-mail:  dbp@tr.wou.edu 


Dcaf-Blind  Perspectives  is  a  free  publication,  published  three  times  yearly  by 
the  Teaching  Research  Division  of  Western  Oregon  State  College.  The 
Positions  expressed  in  Deaf-Blind  Perspectives  are  those  of  the  author(s)  and 
do  not  necessarily  reflect  the  posKion  of  the  Teaching  Research  Division  or 
the  U.S.  Department  of  Educatioa 


(Experiential  Training  continued  from  page  11) 

Another  activity  that  led  to  valuable  personal  insights 
was  a  survey  to  determine  our  conflict  management 
style.  Are  you  aware  of  how  you  approach  conflicts? 
Do  you  fight  for  your  goal  to  the  bitter  end,  no  matter 
what?  Avoid  conflict  whenever  possible?  Try  to 
appease  everyone?  Believe  in  compromise?  We  all 
agreed  that  different  situations  and  different  people 
call  for  different  styles.  We  finished  up  Day  2  learning 
about  and  practicing  some  techniques  for  healthy 
conflict  resolution  and  problem  solving. 

For  me,  the  icing  on  the  cake  was  Day  3.  The  theme  of 
the  day  was  "Above  and  Beyond-  Wellness  and  Feeling 
Connected."  Steve  Perreault  talked  about  the  Mind- 
Body  connection  (I  love  this  stuff!)  and  the  importance 
of  nurturing  ourselves.  One  of  our  activities  was  to 
write  down  specific  actions  we'll  be  taking  in  the  next 
few  months  to  nurture  our  mental,  emotional,  physical 
and  spiritual  well-being.  We  gave  the  list  to  Steve  and 
he  will  be  mailing  a  copy  of  it  back  to  us  next  year  to 
"remind"  us  of  our  promises  to  ourselves.  We  also 
experienced  a  guided  relaxation  meditation  followed 
by  a  videotaped  presentation  by  comedian  Loretta 
LaRoche,  which  reinforced  the  idea  of  laughter  as  the 
best  medicine.  We  finished  up  the  training  with  an 
activity  that  reminded  us  to  "stop  and  smell  the  roses 
each  day." 

Feedback  from  each  of  the  participants  at  the  end  of 
the  workshop  reflected  the  new  insights  that  we 
received  and  a  renewal  to  our  jobs,  families  and 
selves.  I  think  I  echo  all  of  the  participants'  sentiments 
when  I  say  THANK  YOU  to  the  planning  committee 
and  presenters:  Steve,  Marlyn,  Kathy  McNulty,  Cathy 
Kirscher,  Paddi  Davies  and  Barbara  Ryan.  You  are  all 
to  be  commended  for  your  vision  in  being  able  to 
"color  outside  the  lines"  of  the  traditional  model  of 
training.  I  heartily  recommend  that  other 
organizations,  professionals  and  parents  replicate  this 
model  for  their  leadership,  for  as  Marlyn  reminded  us 
"The  more  we  understand  ourselves,  the  more 
we  understand  others."  ^ 


"Take  the  time  to  be  silent.to  quiet  the  \r\tcrr\B\ 
dialogue,  to  be  guided  by  intuition,  rather  than 
externally  imposed  interpretations  of  what  is  not 
0ood."  J)cepak  Chopra,  M.D. 
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•CHECK  IT  OUT 

Products,  services  or  activities  listed  in  News  For 
Advocates  for  Deaf-Blind  do  not  imply 
endorsement  by  NFADB,  HKNC  or  Hilton/Perkins. 
They  are  provided  for  informational  purposes 
only. 

t/' HANDS  ON  in  NYC 

This  New  York  City  based  service 
organization  is  dedicated  to 
providing  greater  accessibility  to  arts 
and  cultural  events  for  the  Deaf  and 
hard  of  hearing  community. 
Founded  in  1982,  its  mission  is  to 
bring  the  performing  and  fine  arts 
to  Deaf  people  of  ail  ages.  They 
publish  a  monthly  schedule  of 
interpreted  and  captioned  activities 
available  in  the  New  York  City  area 
including  Broadway  shows, 
museum  presentations  and  tours. 
Contact:  Hands  On,  131  Varick 
Street,  Room  909,  NY,  NY  10013; 
212-627-4898  (voice/fax)  or  212- 
627-1070  (TTY);  E-mail: 

HandsOn  NYC@aol.com;  Web 
Site:  http:\\www.HandsOn.org 

•  Chemical  Dependency 
Training  Program  Available 

This  certificate  program  trains 
rehabilitation  counseling  personnel 
or  aspiring  students/professionals  in 
i  related  disciplines  in  the 
rehabilitation  of  pesons  who  are 
Deaf  or  Hard  of  Hearing  and 
chemically  dependent.  The  12- 
credit  graduate  level  certificate 
program  includes  a  two-week 
classroom  session  in  Minneapolis 
followed  by  7  credits  of  distance 
learning  during  the  following  year 
through  special  projects  and 
practicum  experience. 

Classroom  sessions  will  take  place 
July  26-August  6,  1 999.  Capacity  is 
twenty-five  participants.  Stipends 
are  provided. 


Contact:  Holley  Hybsa,  2450 
Riverside  Avenue,  Minneapolis, 
MN  55454;  612-672-4402;  fax  - 
612-672-4516. 

•lfG4L  REFERENCE  AVAIIABLE 

The  Legal  Reference  CD-Rom 
Guide  is  for  any  person  who  is 
physically  challenged  who  needs 
access  to  current  up-to-date  legal 
information.  It         includes 

information  on  how  to  write  a 
letter,  update,  re-educate,  or 
advise  a  friend,  doctor,  nurse  or 
hospital  social  worker  about  the 
Americans  with  Disabilities  Act, 
or  other  law  library  information. 
Contact:  Randy  Hudson  -  212- 
631-4218. 

^  IT'S  A  DATE 

"t^  June  24-27,  1999 
20th      Annual      International 
Conference  of  the  Cornelia  de 
Lange  Syndrome  Foundation 
Location:    Doubletree    Hotel, 
Dallas,  JX 

Cornelia  de  Lange  Syndrome  is  a 
rare  birth  defect  suspected  to  be 
genetic  in  origin  and  which 
causes  children  to  develop  slowly 
mentally  and  physically.  This 
conference  will  bring  families, 
friends,  professionals  and  the 
nation's  foremost  experts  in  their 
fields  together  to  share  the  latest 
information  available  on  this 
syndrome.  The  conference 
theme  is  "Everyone's  A  Star 
Deep  in  the  Heart  of  Texas." 
Free  medical  consultations  will 
be  available  for  children  with 
CdLS. 

Contact:    Gretchen    Vakiener, 
Conference  Coordinator,  CdLS 
Foundation,     1-800- 753 -CdLS; 
E-mail:  cdlsintl@iconn.net 
Web  page: 
http:\\www.cdlsoutreach.org 


D^  July  72-16,  1999 
^Vision  '99,  The  International 
Conference  on  Low  Vision 
Location:  Waldorf-Astoria  Hotel, 
New  York  City,  NY  Information 
about  practice,  research, 

technology  and  design  re:  low 
vision  and  vision  rehabilitation 
services  across  the  life  span. 
Contact:  The  Lighthouse,  111 
East  59*  Street,  NY,  NY  10022; 
phone-21 2-821 -9482;  Fax-212- 
821-9705 

^^  July  23-25,  1999 

4th        International       CHARGE 

Syndrome  Conference 

Location:  Sheraton  Crown  Hotel, 

Houston,  TX 

CHARGE  Into  the  New  Millennium 

is  the  theme  for  this  conference. 

Early  registration  is  urged  so  that 

childcare,  interpreting  and  nursing 

care  can  be  planned. 

Contact:  800-442-7604  (families); 

573-499-4694  (professionals) 

E-mail:  mnorbury@mail.coin. 

missouri.edu 

^^  May  4-7,  2000 
International   Parent   to   Parent 
Conference  2000 
Location:     Hilton     Casino     and 
Resort,  Reno,  NV 
This  bi-annual  conference  is  one  of 
the  largest  of  parents  and  families  in 
the     U.S.     Topics     will     include 
Strategies  for  Addressing  Challenges 
of   Diversity   and    Culture,    Legal 
Rights  and  the  System,  Professional 
Relationships        and       Partnerships, 
Community        Resources         and 
Collaboratives      and      Innovative 
Programs  and  Strategies. 
Contact:     Cheryl     Dinnell,     NV 
Parent     Network     Coordinator, 
UNR-REPC/285,  Reno,  NV  89557; 
720-784-4921,  ext.  2352  or 
E-mail:  Cdinnell@scs.unr.edu 
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BEHINP  THE  SCENES  WITH  NFAP3 


THE  REGIONAL  FORUM 

SHERI  STANGER  REGION  2  NJ  NY  PR  VI 
Phone  -  914-478-7248;  fax  914-478-7204 
E-mail  -  SheriMed@aol.cow 


II 


Hi!  I'm  Sheri,  your  newly  elected  Regional  Director! 
Let  me  take  this  opportunity  to  give  you  a  little 
information  about  myself.  My  husband  Neal  and  I 
have  two  children  -  Matthew,  1  and  1/2  years  old  and 
Megan,  who  is  almost  5  years  old  and  deaf-blind. 
We've  lived  in  Hastings,  NY,  for  8  years.  Although  I'm 
currently  a  stay-at-home  mom,  my  profession  is  a 
guidance  counselor  in  special  education.  I've  enjoyed 
working  with  the  NY  State  Technical  Assistance 
Project  as  a  parent  consultant.  My  hobbies  are 
reading,  skiing,  drumming  and  playing  with  my  kids. 

Although  I'm  fairly  new  to  NFADB,  I  love  to  learn  and 
stay  current  with  information  about  deaf-blindness.  I 
look  forward  to  meeting  the  families  in  our  region, 
whether  in  person,  through  the  mail,  on-line  or  at 
conferences  and  meetings.  It's  so  important  for  all  of 
us  to  remain  connected!  Call  or  e-mail  me  if  you  have 
any  questions  or  would  just  like  to  introduce  yourself. 

BARBARA  CAUDILL,  REGION  3,  DC  PE  MP  PA  VA  WV 
Phone  -  302-456-9664 

Greetings  to  everyone  from  my  new  temporary 
home!  Since  our  last  newsletter,  I  have  moved  to 
Newark,  DE,  1/2  hour  south  of  Wilmington.  As  moves 
go,  it  all  went  smoothly.  The  house  settlement  was  a 
bit  sad  because  Krista  and  I  had  lived  there  for  14 
years  -  so  many  memories! 

Now,  we  are  settled  in  until  next  spring  when  our 
new  home  will  (hopefully)  be  completed.  The  house 
site  was  supposed  to  begin  excavation  in  September 
and  as  of  mid-October,  not  a  shovel  of  dirt  has  been 
removed.  The  builder  assures  us  that  it  won't  be  a 
problem.  Life  is  good,  always  interesting! 

Many  exciting  NFADB  related  events  have  occurred 
since  our  last  newsletter.  The  NTAC  meeting  in  July 
gave  me  the  opportunity  to  meet  several  new  NFADB 
members  in  my  region.  I  was  also  able  to  see  some 
old  friends,  treasures  in  my  life. 


At  the  NTAC  meeting,  I  met  Bruce  Appell,  Maryland 
resident  and  parent  of  1 0-year-old  Ashley  and  4-year- 
old  Abby.  He  and  his  wife,  Susan,  had  been  working 
for  months  to  make  a  dream  of  theirs  a  reality.  Their 
dream  came  true  August  7th  to  9th  when  they  hosted 
the  Mid-Atlantic  CHARGE  Conference.  It  was  a 
spectacular  conference.  I  was  so  impressed  with  their 
organization  of  everything  from  the  agenda  to  family 
participation,  and  overwhelmed  with  the  love  that 
was  present.  Kudos  to  Susan  and  Bruce  and  to  the 
many  groups  and  individuals  who  made  this 
conference  possible. 

In  mid-September,  I  attended  the  Virginia  Statewide 
Family  Festival  in  Richmond,  VA.  Anne  Malachi  and 
Gwen  Williams  of  Together  We  Can,  along  with 
several  parents,  did  a  great  job  of  organizing  this 
weekend,  bringing  families  together  in  the  rolling  hills 
of  Virginia.  Families  were  able  to  get  together  to  share 
meals,  experiences,  laughter  and  even  a  few  tears. 
On  Saturday  night,  I  helped  facilitate  a  discussion 
about  forming  a  statewide  deaf-blind  group. 
Congratulations  to  the  parents  in  VA,  to  Anne  and 
Gwen,  and  to  the  future  deaf-blind  group.. .Stay  safe 
and  peaceful  until  we  meet  again. 

NANCY  ANN  SHERMAN,  REGION  4A.  AL  FL  GA  MS 

Phone/fax-228-255-5995; 

E-mail  NAnnSherm@aol.com 

Thank  you  for  exhibiting  your  confidence  in  me  by 
electing  me  to  a  second  term  as  your  regional 
director.  I  look  forward  to  the  next  two  years  and 
even  though  the  last  two  years  have  been  great,  I 
hope  the  next  two  will  be  even  better.  It  was  great  to 
see  so  many  of  you  in  St.  Louis  in  July,  I  always  feel 
more  motivated  after  getting  together  with  parents 
and  this  meeting  was  no  exception. 

The  Alabama  Deaf-Blind  Multlhandicapped 
Association  held  a  membership  meeting  in  Muscle 
Shoals  in  June  in  conjunction  with  the  Helen  Keller 
Festival.  Forty-five  people  attended  the  meeting.  I 
was  able  to  attend  that  meeting  with  my  parents  since 

(Continued  on  page  IS) 
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(Continued  from  page  14) 

Muscle  Shoals  is  my  hometown.  It  was  great  to  see 
this  organization  still  going  strong.  At  the  Alabama 
Deaf-Blind  Coalition  meeting  in  October,  the  Path 
Project  was  discussed  and  NTAC  shared  some 
information  on  alternative  housing. 

Due  to  Hurricane  George,  the  Florida  Outreach 
Project's  September  meeting  for  the  Florida  Network 
Parent  Group  was  cancelled  and  rescheduled  for 
November  14-15. 

In  Mississippi,  the  Regional  Resource  Partnership  is 
a  collaborative  with  the  National  Technical  Assistance 
Consortium  (NTAC)  with  support  from  state  leaders 
from  Rehabilitation  Services,  Developmental 
Disabilities,  the  Department  of  Education,  the 
Department  of  Mental  Health,  and  the  ARC  of 
Vlississippi.  The  overall  goal  for  the  2-year  project  is 
"for  all  141  individuals  on  the  Deaf-Blind  registry  in 
S/lississippi  to  be  in  educational  programs  that 
maximize  their  abilities  and  potential."  The  first  of 
Four  Regional  Resource  Partnership  trainings  was  held 
in  Madison,  MS,  in  March,  1998.  Dr.  Chigee 
Cloninger  and  Dr.  Susan  Edelman  conducted  a  2-day 
worbhop  on  Collaborative  Teaming.  The 
participants  were  divided  into  three  Regional 
Partnerships  including  families,  individuals  from 
varying  disciplines,  agencies  and  school  districts.  The 
second  training,  held  on  July  5*^  and  G**",  was  on 
Person  Centered  Planning.  Members  of  the 
Dartnership  received  information  for  utilizing 
napping  as  a  technique  for  writing  functional  and 
ippropriate  lEP  goals.  The  third  session  discussed 
:ommunication  and  language  development.  For 
more  information,  contact  Theresa  Bennett- 
Pender  in  Hattiesburg,  MS,  at  601-266-5221  or 
i-800-264-5135...BRIDGES  is  a  statewide 
:ollaborative  to  provide  practical  information  that  is 
elevant  and  important  for  the  development  of  all 
:hildren,  regardless  of  their  individual  characteristics 
ind  environments.  For  information  on  modules 
md  training,  please  call  Ann  Henson  at  601-957- 
)480. 

f  I  can  be  of  assistance  to  you  or  you  have 
nformation  you  would  like  to  see  included  in  my 
lext  regional  director  article,  please  contact  me  at 
25449  Pecan  Road,  Pass  Christian,  MS  39571  or 
by  E-mail  at  NannSherm@aol.com 


LINPA  5YLER.  REGION  5.  IL  IN  OH  MI  MN  Wl 
Phone  -  330-832-8251;  fax  -  330-832-1348; 
E-mail-  syler@sssnet.com 

ILLINOIS:  Forty  families  gathered  at  the  Double  Tree 
Hotel  in  Downers  Grove,  IL  this  summer  for  an 
unforgettable  family  weekend.  The  common  link 
was  a  child  in  the  family  with  deaf-blindness.  Family 
members,  including  siblings  and  grandparents,  were 
invited  to  be  guests  of  the  Philip  Rock  Center. 
Additional  funding  was  obtained  by  an  Office  of 
Special  Education  Programs  (OSEP)  grant,  and 
contributions  to  our  parent  group,  Illinois  Advocates 
for  Deafblind  (lADB). 

Friday  night,  a  reception  was  held  for  parents, 
children  and  staff.  Dinner  was  served  and  a  magician 
was  on  hand  to  provide  the  entertainment.  Parents 
from  the  lADB  Board  were  paired  up  with  new 
parents  to  make  them  feel  welcome. 

On  Saturday,  parents  heard  speakers  address  the 
following  topics:  Behavior  Modification  and  Beyond: 
Helping  Children  Cope  and  Succeed;  The  Importance 
of  Seating  and  Positioning;  Getting  in  Touch  with 
Children  who  are  Deafblind;  and  Avoiding  Potholes 
on  the  Information  Superhighway.  An  evening 
hospitality  suite  was  open  for  a  "parent  chat"  and 
socialization. 

Sunday  sessions  included  the  topics:  Untangling  the 
Thicket:  Who  is  Eligible  for  Benefits  Under  SSI, 
Medicaid  and  Kid  Care;  and  A  Head,  Heart  and  Eye 
Approach  to  Maximizing  Child's  Vision. 

During  the  weekend,  the  85  children  in  attendance 
received  childcare  services  from  34  childcare 
workers.  The  children  enjoyed  games,  crafts, 
swimming  and  a  visit  from  a  signing  clown.  At  the  end 
of  the  weekend,  the  entire  group  gathered  for  a 
group  photo  and  talked  of  meeting  together  next 
year. 

The  Philip  Rock  Center  has  sponsored  a  family 
weekend  for  the  past  11  years.  For  further 
information,  call  Tina  Dorsey  of  the  Philip  Rock 
Center  at  630-790-2474  or  Gary  Bilek  of  lADB  at 
847-358-9522. 

(Continued  on  page  1 6) 
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(Continued  from  page  15) 

INDIANA:  The  Building  Education  Networks 
(BENS)  Training  Project,  which  was  initiated 
through  the  Indiana  Deaf-Blind  Services  Project  and 
the  Indiana  Division  of  Special  Education  held  two 
training  series  in  1997-98.  A  summer  institute  was 
held  in  July.  A  student  notebook  was  developed  to  be 
used  with  the  student  throughout  all  of  his  or  her 
placement. 

A  videotape  entitled  ^H'extured  Communication 
Symbols:  Talking  Through  Touch"  was  developed 
by  the  Indiana  Deafblind  Project  at  Blumbert  Center 
and  the  Indiana  Department  of  Education,  Division 
of  Special  Education. 

The  Indiana  DeafBlind  Services  Project  and  Indiana's 
Unified  Training  System  cosponsored  a  CHARGE 
Association  Conference  November  1 3th  and  14th  at 
the  Ramada  Inn  Airport,  Indianapolis,  IN. 

MICHIGAN:  A  family  retreat  was  held  at  the  end  of 
September.  More  information  on  that  in  our  next 
issue.. .A  new  group  of  adults  with  deaf-blindness 

has  been  formed.  They  are  called  SHIM  -  Self  Help 
for  Independence  in  Michigan.  A  workshop  was  held 
in  August. 

OHIO/WISCONSIN:  Parents  and  families  with 
children  on  the  deaf-blind  census  list  will  be  receiving 
packets  as  their  children  move  from  birth  through 
high  school  graduation.  The  packets  will  include  local 
and  state  agencies  that  can  be  of  service  to  them. 
Addresses  and  phone  numbers  are  included.  They 
will  also  receive  information  about  various  advocacy 
groups  including  NFADB. 

A  group  of  parents  from  Ohio  and  Wisconsin  have 
worked  together  to  put  out  a  parent  newsletter  with 
the  help  of  the  Great  Lakes  Area  Resource  Center  for 
Deafblind  Education.  Information  and  ideas  have 
been  zipping  back  and  forth  thanks  to  e-mail.  The 
parents  are  working  on  a  deaf-blind  chatroom. 

DEBBIE  ETHRIDGE,  REGION  6,  AR  LA  NM  OK  TX 
Phone  501 -273- J 878 

At  the  NFADB  General  Membership  meeting  in 
August,  I  was  elected  as  your  new  Regional  Director. 
I  first  joined  NFADB  at  the  National  Conference  on 


Deafblindness  in  Washington  D.C  in  June  of  1997. 
While  I  was  there,  I  met  many  members  of  NFADB 
and  felt  an  instant  cohesiveness  and  connection  like 
never  before.  I  want  to  spread  the  word  about 
NFADB  to  other  families.  This  organization  has  a 
wealth  of  knowledge  and  many  members  who  share 
common  bonds  and  goals.  I  want  to  help  others  feel 
a  connection  to  each  other  and  to  the  organization. 

I  have  been  a  resident  of  Arkansas  all  my  life.  My 
husband  Steve  and  I  recently  moved  our  family  to 
Bella  Vista  in  northwest  Arkansas  for  better  access  to 
services  for  our  son,  Andrew,  8  years  old,  who  is 
deaf-blind  due  to  prematurity.  I  am  employed  by  the 
Arkansas  Protection  and  Advocacy  System  for  People 
with  Disabilities.  I  have  been  active  in  organizing  a 
parent  group  for  families  of  children  with  disabilities 
and  have  also  been  involved  with  projects  such  as  the 
Arkansas  State  Deaf-Blind  Project,  the  CASA  Board, 
the  University  Affiliated  Program,  the  Developmental 
Disabilities  Council  and  the  State  Technology  Project. 
I  have  experience  in  training  skills  in  lEPs,  assistive 
and  technology  and  a  knowledge  of  resources.  In  my 
free  time,  I  enjoy  camping  with  my  family,  reading 
and  music. 

I  look  forward  to  getting  to  know  you  all.  Please  feel 
free  to  contact  me  and  let  me  know  what's  going  on 
in  your  area. 

KURT  KAVANAUGH,  REGION  7,  lA  K5  MO  NE 
Phone  913-383-8828;  fax  91 3-383-1 683 
E-mail  -  kskav@mcione.com 

My  family  and  I  moved  to  the  state  of  Kansas  this  past 
summer.  We  were  very  nervous  about  changing 
school  districts  and  states  but  we  have  been  very 
pleased  with  the  way  everything  has  been  handled. 
The  Shawnee  Mission  School  District  was  very 
professional  and  accommodating  to  Tyler's  special 
needs.  Their  representatives  attended  Tyler's  lEP 
meeting  with  our  previous  school  district  in 
preparation  for  the  move.  I  look  forward  to  working 
with  them  in  the  years  to  come. 

My  wife,  Stephanie,  and  I  have  begun  making  more 
contacts  in  Kansas,  learning  what  resources  are 
available.  Joan  Houghton,  the  307.11  director  (or 
whatever  the  correct  title  is  now),  assisted  us  in 

(Continued  on  page  J  7) 
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(Continued  from  page  16) 

finding  programs  that  would  be  helpful  for  Tyler. 
There  are  case  managers  available  to  assist  families 
in  getting  their  needs  met,  with  everything  from 
specialized  therapies  to  respite  care.  I  did  learn  that 
funding  is  tight,  so  we  are  on  a  waiting  list  for  help, 
but  we  are  hopeful  for  next  year. 

The  month  of  October  was  busy  in  Kansas!  The  last 
of  a  three-part  training  session  was  held.  This  was 
specifically  for  teams  dealing  with  transition  age 
students  who  are  deaf-blind.  In  addition,  a  needs 
assessment  was  sent  to  approximately  3000  people 
throughout  the  state.  A  family  newsletter  is  being 
readied  for  mailing  as  we  speak  and  vision  screening 
training  sessions  were  scheduled  to  be  completed 
this  month.  Finally,  the  Severe  Multiple  Disabilities 
and  Deaf-Blind  Loan  Library  has  moved  to  the 
Kansas  School  for  the  Blind  in  Kansas  City,  KS. 

I  was  excited  to  get  to  work  with  Jane  Guy,  Deb 
Larsen  and  Pat  Knebel  from  Iowa  at  the  NTAC 
meeting  July  30  -  August  1,  1998.  It  was  a 
tremendous  meeting!  Families  from  all  over  the 
country  identified  the  most  important  practices  in 
behavioral  issues,  communication  and 
instructional  strategies  in  the  education  of  their 
child  who  is  deaf-blind.  (See  related  article  on  page 
3.) 

I  know  that  the  Kansas  City  Deafblind  Task  Force 

in  Missouri  continues  to  meet  and  make  a  difference 
in  the  lives  of  consumers  who  are  deaf-blind  on  that 
side  of  the  state.  Keep  up  the  good  work! 

Finally,  Stephanie  and  I  attended  the  world 
premiere  of  the  CBS  made-for-TV  movie  "Monday 
After  the  Miracle"  in  Lawrence,  KS.  It  chronicles 
the  lives  of  Helen  Keller  and  Anne  Sullivan  while 
Helen  is  in  her  twenties.  It  stars  "Touched  by  an 
Angel's"  Roma  Downey  and  is  both  interesting  and 
engaging.  It  showed  nationwide  on  CBS  on 
November  15th.  Many  families  with  children  who 
are  deaf-blind  were  present  to  watch  the  show. 
Three  received  scholarships  awarded  by  Katlyn's 
Hope,  Inc.  This  non-profit  organization  awards 
scholarships  to  children  who  are  deaf-blind,  up 
to  the  age  of  21.  There  are  no  residence 
requirements.  The  winners  this  year  were  Aaron 
Porter-O'Donnell  and   Preston   Browning  from 


Kansas  and  Daniel  Bingham  from  Missouri.  To  make 
donations  or  obtain  a  scholarship  application,  write  to 
Katlyn's  Hope,  Inc.,  303  South  Elm  Street,  Wellington,  KS 
67152,  call  or  fax  them  at  316-326-6118  or  E-mail  them 
at  khope@idir.net 

I  look  forward  to  hearing  from  you  with  comments  or 
happenings  from  Region  7.  Take  care  and  keep  in  touch. 

BARBARA  RYAN,  REGION  9,  AZ  CA  HI  NV 
GUAM  SAMOA  TRUST  TERRITORIES 
Phone/fax  -  760-752-8624 

Aloha!  In  June  of  1998,  training  on  "Communication  and 
Assistive  Technology"  was  held  in  4  locations  throughout 
the  Hawaiin  islands  -  Ebeye  and  Majuro,  Kosrae  Pohnpei 
and  Chuuk.  Jennifer  Campbell  and  Deanna  Wagner 
were  the  lead  facilitators,  assisted  by  Sophie  Esah  from  the 
Pacific  Outreach  Initiative  Team  from  the  Hawaii  UPA. 
Jennifer  is  a  special  education  Program  Specialist  from 
Paradise  Valley  School  District,  Phoenix,  AZ,  who  had  a 
broad  and  varied  base  of  experience.  Deanna  is  a  speech 
therapist  with  the  Southwest  Human  Development  Center 
in  Phoenix,  AZ.  Participants  included  deaf-blind 
specialists,  related  services  personnel,  special  educators, 
general  educators  who  provide  services  to  students  with 
severe  disabilities,  parents  and  members  of  the  local 
interagency  team.  ' 

California  Deaf-Blind  Services  (CDBS)  is  running  so 
many  activities  I  hardly  know  where  to  start!  The  technical 
assistance  part  of  the  project  includes  direct  contact  with 
the  child,  family,  teacher  and  community.  The  CDBS 
technical  assistance  process  includes  the  initial  contact, 
the  first  visit,  the  planning  process,  the  technical  assistance 
plan,  training,  lEP  development  and  the  lEP  meeting  and 
evaluation.  CDBS  utilizes  the  Making  Action  Plans  (MAPS) 
process  as  a  key  component  of  the  planning  process. 
MAPS  is  a  positive  student-centered  planning  process  that 
brings  together  people  who  know  the  student  well  and 
care  about  his  or  her  future.  Information  gathered  through 
the  MAPS  process  guides  the  child's  team  and  also  assists 
CDBS  in  identifying  how  to  best  serve  the  child,  the  child's 
family,  school  and  community.  The  information  that 
comes  from  this  process  is  also  extremely  valuable  in  that 
it  guides  the  members  of  the  lEP  team  as  they  develop 
goals  and  objectives  that  are  relevant  to  the  student  and 
valued  by  the  family  and  school  staff. 

(Continued  on  page  1 8) 


Klews  Pram  Advocates  for  Deaf-Blind 


17 


Pall  199? 


:  -fc" 


(Continued  from  page  17)  sensory  impairments.   Please  contact  me  if  you're 

On  September  25th  and  26th,  the  northern  region  interested  in  obtaining  more  information, 
sponsored  'infusing  Communication  Goals  Into  the 

lEP"  in  Universal  City  Los  Angeles.  The  central  region  Lilli   Nielsen,   Ph.D.,  will   be  offering  an   intensive 

offered  'Transition  during  Early  Childhood:  From  seminar  on  August  9-11,1999  in  Anchorage.   Lilli  is 

IFSP  to  lEP"  in  San  Diego.  internationally  recognized  for  her  work  with  young 

children  who  are  visually  and  multiply  impaired  and  for 

A  summary  form  of  the  satellite  broadcast  training  developing  materials,  methods  and  equipment  to 

Designing  Educational  Services  for  Students  who  are  help  these  children  actively  explore  their  environments. 

Deaf-Blind    in   General    Education   Classrooms   is  The  class  is  designed  for  parents,  teachers  and  other 

available    in    Volume    10,    Number    2    of    CDBS's  professionals  working  with  children  who  experience 

newsletter  reSources.  It  can  be  requested  by  mail  from  visual    and    dual-sensory    impairments.    For    more 

CDBS,   604  Font  Blvd.,   San   Francisco,   CA  94132.  information,    contact   Sara   Gaar   at   the   Special 

Another  interactive  satellite  training  Transition  from  Education  Service  Agency,  2217  East  Tudor,  Suite  1, 

School  to  Work:  Preparing  Students  for  Success  In  Anchorage,      AK      99507      or      E-mail      her      at 

the  Workplace  was  broadcast  from  San  Francisco  State  sgaar@sesa.org 
University  on  October  29th. 

Other  states  in  the  region  are  also  busy: 

The  CDBS  Advisory  Committee  invited  me  to  present  Oregon:  Jay  Gense,  the  project  director  from  Oregon, 

the  list  of  best  practices  generated  from  the  summer  of  has  been  working  to  plan  a  first-ever  retreat  for 

'98  national   parent  workshop  "Coing  for  the  Best:  families  In  Oregon.  It  sounds  like  a  great  opportunity 

Building  Excellence  and  Strength   Together."  For  a  to  meet  with  other  families.  Contact  Jay  at  503-378- 

summary  of  the  identified  practices,  see  the  related  3598  with  your  suggestions  for  the  retreat  and  your 

article  on  page  3.  reservations. 

MOLLY  COULTER.  REGION  10.  AK  IP  OR  WA  Washington:  Folks  are  just  finished  with  a  multi-state 

Phone/fax-907-696'4689;  Usher     family     weekend.      Eight     families     from 

E-mail-  coulters@alaska.net  Washington,  Arizona,  New  Mexico  and  California  spent 

I'm  sorry  I  missed  my  fellow  parents  from  Region  1 0  at  ^^^  weekend  at  a  camp  outside  of  Seattle.  It  sounds  like 

the  NTAC  parent  workshop  in  St.  Louis  in  August!  I  was  jt  was  a  wonderful  opportunity  to  share  information,  to 

so  looking  forward  to  attending  but  my  respite  provider  be  together  as  families,  meet  new  friends  and  renew 

dislocated  her  shoulder,  making  it  impossible  for  her  to  ^ij  acquaintances.  Marcia  Fankhauser,  the  project 

care  for  my  son  while  I  attended  the  meeting.  director  in  Washington,  also  wants  to  announce  a  job 

opening  for  a  consultant  to  provide  technical  assistance 

There  are  several  new  items  that  you  might  want  to  add  ^^d  train  families  and  educators  to  work  with  people 

to  your  calendars.  A  group  of  parents  in  Alaska  is  experiencing  dual  sensory  impairments.   For   more 

attempting  to  begin  a  formal   support  group  for  information,  contact  Marcia  at  206-439-6937.  And 

families.  Because  we  are  spread  so  thin,  folks  thought  it  fjpa||y^  families  in  Washington  may  want  to  get  their 

would  be  a  good  idea  to  piggyback  meetings  onto  other  calendars  ready  for  the  annual  family  retreat,  which 

scheduled    events    that    parents    might    already    be  ^m  be  held  in  mid-April.  It  is  always  such  a  popular 

attending   in   Anchorage   and   to   plan   events   with  gathering  that  some  families  have  been  turned  away, 

particular  emphasis  on  deaf-blindness.  Our  goal  is  to  try  qq^  yQ^^  reservations  in  early! 
to    include   a   series   of   programs   during  the   next 

Pathways  conference,  which  will  be  held  in  the  fall  of  p^^^^  feel  free  to  contact  me  if  I  can  be  of  assistance  to 

1999.  Another  highlight  will  be  February  20-21,1999  yo^.  Send  your  questions,  suggestions  or  comments 

during    the    Alaska    Statewide    Special     Education  ^y  phone,  fax  or  E-mail  as  listed  above,  or  to  my 

Conference.  June  Downing,  Ph.D.,  will  be  offering  a  home  address:   20346  New  England   Drive,  Eagle 

weekend  pre-conference  seminar  which  will  focus  on  Rjver  AK  99577. 
adapting  curriculum  to  meet  the  needs  of  students 
with  multiple  disabilities,  especially  those  with  dual  '5p^i~^"'^"~-^'^ 
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NFADB  REGIONAL  DIRECTOR  NEEDED 


NFADB  is  seeking  applicants  for  the  position  of 
Regional  Director  in  Region  1  -  cr,  MA,  ME,  nh,  ri,  vt 

The  job  of  the  RD  is  to  become  familiar  with  resources 
within  their  region  and  to  provide  information  to  state 
organizations  and  the  families  who  call  them.  They  will 
also  identify  people  within  each  state  who  are  available 
to  give  family-to-family  support  and  provide  "grass  roots" 
linkages. 

To  request  an  Application  Packet,  contact  Barbara 
Caudill,  NFADB,  111  Middle  Neck  Road,  Sands  Point, 
NY  11 050. 

RDs  must  be  "Regular"  members  of  NFADB  and  live  within  the 
region  they  wish  to  represent. 


WELCOME  to  WPADB's  WEWEST  MEMBER2I 


Region  1  -  CT-  Elizabeth  Courthouts*,  Andrea  Qarewski*,- 

MA  -Ellen  Blackburn*,  Dr.  Heidi  Miller*,  Robin  Tracy,- 

VT-  Susan  Edelman*,  Jean  Knutson 

Region  2  -  NJ  -  Carla  Megill,  Eva  Scott,  Blondie  Stetler, 

NY  -  Brent  Bailer,  Terri  Bailer,  Raqucl  Hausner,  Barbara 

Lougbran*,  Nancy  Sail* 

Region  3  -  PA  -  Susan  Shaffer,-  VA  -  Kathy  Maggio*, 

Qwen  Williams 

Region  4  -  AL  -  Patricia  Lynch,  Beverly  Raines,  Veronica 

Tuck*;  FL  -  Molly  Conm*,  Debra  Kalidoni^,-  QA  - 

Andrea  Britton,  Larry  Britton,  Matthew  Britton,  Virginia 

Britton,  Darinka  Cruz.  KY-  Donna  Lankin,  Thomas 

Lankin,  MS  -  Sheila  Pearson,-  NC-  Betty  Stanbcrry*,  SC  - 

Linda  Young 

Region  5-  IL  -  Michelle  Qyne*,  Tina  Dorsey,  JoAnn 

Kollei*;  IN  -  Anne  L  Sexton,  Ml  -  Vicky  Keller*,  MN  - 

Tom  Kimlinger,  Eric  Kloos,  Laurie  Kreller,  Sally  Prouty, 

OH-  Kathleen  Arthurs,  Linda  Syler*,  Elizabeth  Walker, 

Wl  -  Susan  Perrault,  Julie  Turkoske 

Region  6  -  TX  -  LeeAnn  Bryan*,  Keith  Pansier*,  Patricia 

Harris*,  Norman  McCallum*,  Darrell  McCallum*,  Alison 

Rickerl,  Ellen  Simmons* 

Region  7-  lA  -  Patricia  Knebel,  Deborah  Larsen,  KS- 

Sandra  Andrews 

Region  9-  CA  -  Jackie  Kenley,  Nora  O  Farrcll,  Sheryl 

Rothstein,  N  V  -  Terry  Withers,  Fred  Woodard 

Region  10  -  AK  -  Sara  Qaar,  Bob  Keys,  ID  -  Barbara 

Jones*,  Britinee  Jones,  OR  -  Shaunie  Schmoll,  Brian  Wulf, 

WA  -  Marcia  Fankhauser*,  Qlenda  Sederstrom 

*  indicates  a  membership  renewal 


When  sharing  or  copyi'nq  information  and  articles 
from  our  newsletter,  please  credit  News  From 
Adv^ocates  for  Peaf-^lind  as  the  source. 
Thanks! 


Summary  of  minutes  of  NFADB  General 

Membership  Meeting 


Saturday,  August  1.  1998,  Sheraton  Westport  Hotel,  St.  Louis,  MO 


President  Ralph  Warner,  PA, 
called  the  meeting  to  order  at 
12:55  p.m.   He  welcomed 
the  membership  and  guests 
and  introduced  the  NFADB 
Board  Members  and  Special 
Advisors  present.  Handouts  of 
the  meeting  agenda,  Minutes 
of  the  1 997  General 
Membership  Business 
Meeting,  1 997-98  Coals, 
Financial  Report  and  Election 
Ballots  were  available. 
Minutes  of  the  1 997  meeting 
were  read  by  Secretary  Pat 
McCallum,  TX. 

Nomination  and  Board 
Development  Committee  - 

Barbara  Caudill,  DE,  Chair, 
explained  the  election 
process  for  contested  Regions 
2,  4A  and  6.  Regions  4B,  8 
and  10  were  uncontested. 
Terms  of  office  are  1 998- 
2000.  Motion  passed  to 
confirm  Ralph  Warner,  PA,  as 
president  for  the  1 998-2000 
term.  Motion  passed  to 
confirm  Mary  Lou  Cuisinger, 
Ml,  as  treasurer  for  the  1 998- 
2000  term.  Ballots  for  the 
Regional  Director  (RD) 
positions  collected  and 
counted. 

Treasurer:  Mary  Lou 
Cuisinger,  Mi.  As  of  8/1/98, 
our  bank  balance  is 
$14,349.12. 

Standing  Committee 

Reports: 

Newsletter:  Pat  McCallum, 

TX,  Chair,  Nancy  Ann 

Sherman,  MS,  and  Editor 


Nancy  O'Donnell,  NY. 
Committee  encouraged 
readers  to  submit  articles  and 
information  to  the 
committee. 

Public  Relations:  Clara  Berg, 
NY,  Chair  Sharon  Hueck,  KY 
was  recognized  for  her 
volunteer  work  at  the  NFADB 
booth  during  the  NTAC 
workshop. 

Membership:  Carrie  Masten, 
WA,  Chair  Carrie  welcomed 
the  new  members  who  had 
joined  during  the  NTAC 
workshop.  She  reminded 
those  present  of  the 
establishment  of  an  NFADB 
Membership  Directory. 

Following  a  review  of  the 
1997-98  Goals  of  the 
organization  by  President 
Warner,  he  opened  the  floor 
to  the  membership  for 
comments  or  suggestions.  A 
discussion  ensued  regarding 
the  goals  for  the  1 998-99 
organization  year  and  input 
was  received  for  advocacy 
endeavors  of  NFADB. 

Nominations  and  Board 
Development  Chair,  Barbara 
Caudill,  DE,  announced  the 
results  of  the  RD  election: 
Region  2  -  Sheri  Stanger,  NY; 
Region  4A  -  Nancy  Ann 
Sherman,  MS;  Region  6  - 
Debbie  Ethridge,  AR. 

Meeting  adjourned  at  2:00 

p.m. 

Patricia  9AcCalium,  TX  Secretary 
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SUPPORT  THE  NFADB! 
INDIVIDUAL  MEMBERSHIP  CATEGORIES 

REGULAR:  any  person  who  is  deaf-blind,  their  parent,  guardian  or 

family  member. 

a  One  Year  $15     OThree  Years  $30     D    Lifetime  $100 

PROFESSIONAL/ASSOCIATE:  individuals  interested  in  supporting 
the  mission  and  purpose  of  the  Association. 

□  One  Year  $15     □  Tliree  Years  $30     O    Lifetime  $100 

ORGANIZATIONAL:  any  established  parent/family  organizations 
interested  in  supporting  the  mission  and  purpose  of  the  Association, 
a  One  Year  $100    O  Three  Years  $250 

□  SCHOLARSHIP:  I  am  an  individual  mAv>  fits  the  Regular 
membership  category  and  am  requesting  a  "scholarship"  to  receive 
the  newsletter  for  a  one  year  period. 

ONLY  REGULAR  MEMBERS  ARE  ENTITLED  TO  VOTE  AND  ARE 
ELIGIBLE  FOR  ELECTION  TO  OFFICE 

ALL  MEMBERS  AUTOMATICALLY  RECEIVE  OUR  NFADB 
MEMBERSHIP  KIT  AND  OUR  TRI-ANNUAL  NEWSLETTER 

CONTRIBUTING  SPONSORS:  those  involved  by  reason  of 
monetary  or  other  gifts  of  value  to  the  Association. 
n  Contributing  Sponsor  -  $ 


Name: 


Address: 

City: 
Phone:(_ 

) 

State: 
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/\E  5,  NUMBER  2 


SPRING  1999 


Parent! Prof essioKial  Collaboration 

by  Ralph  B.  Warner,  President,  NFADB 


n  talking  with  parents  across  the  country,  a  topic 
n  comes  up  is  our  struggle  to  be  viewed  and  treated 

partners  with  professionals.  In  the  past,  there  has 
broad  disparity  between  the  amount  and  type  of 
:ion  available  to  parents  as  compared  to 
)nals.  Legislation  affecting  those  who  are  deaf-blind 
n  created  without  input  from  consumers  or  family 
s.  Advisory  boards,  task  forces,  symposiums  and 
Dups  often  included  only  professionals,  despite  the 
:  the  services  being  discussed  or  planned  had  a 
mpact  on  our  family  members.  Grants  were 
I  to  projects  which  were  not  required  to  have 
on  their  board.  Yet,  parents  and  family  members 
trts  in  our  own  right  because  we  live  with  a  person 
eaf-blind.  NFADB  has  been  working  in  many  ways 
ge  these  processes  and  we  feel  we  have  made 
t  progress  in  this  area.  At  our  recent  Board  meeting, 
wed  some  of  the  activities  in  which  we  have  been 

over  the  past  years.  The  list,  and  our  impact,  is 
^e: 

ion:     Before     laws    such     as     IDEA    and    the 
:ation  Act  were  completed,  a  tremendous  amount 

went  into  making  sure  that  their  terminology 
I  the  intent  of  the  law.  There  were  many  revisions 
ortunities  to  comment  on  the  changes.  NFADB  has 
olved  in  this  process  through  the  National  Coalition 
-Blindness.  We  also  used  a  phone/fax  tree  to  keep 
s  informed  about  changes  and  encouraged  them  to 
heir  legislators  about  these  issues, 
n  January  1999,  I  attended  the  National  Parent 

on  Disability's  training  session  on  IDEA  with  Judy 
in.  Assistant  Secretary  of  Education,  Office  of 
Education  and  Rehabilitative  Services  (OSERS), 
ihir,  Director  of  the  Office  of  Special  Education 
s  (OSEP),  and  Robert  Silverstein,  formerly  of 
Harkin's  office  and  one  of  the  key  authors  of  IDEA. 
)f  you  have  seen  the  regs  that  were  recently 
d  on  IDEA,  (see  Education  and  Information 
:ee  report  on  page  6  for  more  information)  you 
at  they  contain  more  than  1 00  pages  of  detailed 


information  which  will  impact  all  of  our  children. 
The  information  I  received  during  this  training 
session  will  help  us  as  we  begin  writing  our  book  on 
lEPs  for  children  who  are  deaf-blind. 
Educational  Symposiums:  In  order  to  get 
feedback  on  programs  supported  by  federal  grant 
money,  the  Department  of  Education  periodically 
supports  symposiums.  In  July,  I  attended  one  such 
focus  group  on  deaf-blind  projects  in  Washington 
D.C.  It  was  convened  at  the  request  of  Judy 
Neumann,  Tom  Hehir,  Lou  Danielson,  Director, 
Research  to  Practice,  OSEP,  Ray  Miner,  Associate 
Division  Director  of  OSEP,  and  Charles  Freeman, 
Project  Director  of  all  of  the  deaf-blind  grants 
through  OSEP.  It  was  a  great  opportunity  to  give 
input  from  a  family's  perspective  directly  to  those  in 
charge  at  the  very  top  of  the  administrative  chain. 
In  this  type  of  forum,  our  input  can  and  does  have 
a  national  impact. 

(Collaboration  continued  on  page  10) 
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The  National  Family  Assooation  for  Deaf-Bund  (NFADB) 

supporting  persons  who  are  deaf-blind  and  their  families. 

A  non-profit  national  family  organization  established  in  1994.  The 
philosophy  of  the  Association  is  that  'individuals  who  are  deaf- 
blind  are  valued  members  of  society  and  are  entitled  to  the  same 
opportunities  and  choices  as  other  members  of  the  community.' 
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NFADB,  HKNC  or  Hihoo/Perkins. 


If  you've  called  the  NFADB  number  lately,  you've  heard 
a  new  voice  answering  our  phone.  (If  you  haven't  called 
lately,  why  not  give  us  a  call?)  In  January,  we  hired  Terri 
Bailer  as  our  Administrative  Assistant,  NFADB's  first  paid 
position!  Terri  works  full  time  at  our  office  on  Helen 
Keller's  New  York  campus.  She  has  a  background  in 
accounting  and  has  previously  done  volunteer  work  with 
disability/advocacy  organizations.  Her  organizational 
skills,  self-motivation  and  gentle  nature  have  been  won- 
derful additions  to  our  organization.  She  is  assuming 
many  of  the  tasks  previously  done  by  board  members 
such  as  managing  our  financial  records  and  membership 
database,  maintaining  inventory,  doing  mailings,  manag- 
ing e-mail,  phones  and  referrals  and  working  closely  with 
NTAC  and  the  NFADB  executive  committee  to  make  our 
organization  run  smoothly.  Terri  and  her  husband  Brent 
are  the  parents  of  four  children  -  Brent,  Jr.  is  9  years  old 
and  deaf-blind.  When  Brent  was  6  days  old,  he  was 
diagnosed  with  meningitis.  He  has  vision  and  hearing 
impairments,  developmental  delays,  mental  retardation 
and  a  seizure  disorder.  Brent  has  2  sisters,  Kesi,  6,  and 
Kai,  5  and  brother  Terrence,  3.  Terri  is  also  a  poet.  You 
can  find  her  work  on  page  9  of  the  newsletter. 

Our  next  General  Membership  Business  meeting  will 
be  held  on  August  14th, 1999  in  New  Orleans.  It  will 
immediately  follow  the  close  of  the  National  Technical 
Assistance  Consortium/NFADB  sponsored  meeting.  In 
addition  to  regular  business,  we  will  be  electing  officers 
and  regional  directors  (RDs)  for  odd  numbered  regions. 

Our  fiscal  year  ends  in  August.  We  will  soon  be  reviewing 
our  goals  of  this  year,  listed  below,  and  setting  goals  for 
the  1 999-2000  year.  Please  review  this  information  and 
give  us  your  input  into  next  year's  priorities.  All  goals  are 
considered  ongoing  unless  otherwise  indicated: 

Goal  1.  Provide  networking  strategies  through  the  develop- 
ment of  a  NFADB  membership  directory.  1)  Expand  the  data 
base  and  develop  a  membership  directory  (will  be  dissemi- 
nated by  July  99);  2)  Organize  an  annual  conference  in 
collaboration  with  NTAC  (scheduled  for  August  1999);  3) 
Establish  a  web  site  (in  progress,  in  collaboration  with  SKY- 
HI). 

Goal  2.  Provide  information  on  educational  and  political  Issues 
(ongoing  through  newsletter  articles);  1)  Modify  the  flow 

("NFADB  Business  "  continued  on  page  4) 
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ASK    DB - 


LINK 


...about  Sleep  Disorders 

by  Lisa  Jacobs,  DB-Link  Information  Specialist 


DB-Link  is  a  dearin^ouse  for  information  on  deafblindness.  ASK  DB-Link  is  a  regular  newsletter  feature  in  which  a  DB-Link  Inform 

ation  Specialist  provides  information  based  on  actual  requests  from  parents  and  family  members.  If  you  have  questions  about  any  topic  in  deaf-blindness, 
please  call  DB-Link  at  (800)  438-9376  (Voice);  (800)  854-701 3  (TTY);  or  visit  their  web  site  at  www.tr.wou.edu/dblink 


The  months  of  January  and  February  are  often 
considered  the  months  of  hibernation  and  low  energy  when 
folks  need  and  want  to  sleep  more  than  usual,  so  it's  not 
surprising  that  DB-LINK  would  receive  several  calls 
requesting  information  on  sleeping  problems.  The  problems 
ranged  from  bedtime  tantrums  to  night  waking  or  parents 
just  wondering  "  Will  I  ever  have  an  undisturbed  night's 
sleep  again"?  The  majority  of  children  described  to  us  were 
legally  blind,  of  varying  ages,  etiologies,  and  levels  of  hearing 
loss.  Because  I've  worked  in  the  field  of  deaf-blindness  for 
some  time,  I  know  that  sleeping  problems  are  a  common 
concern  of  parents  who  have  children  who  are  blind.  The 
research  shows  that  these  children  went  to  sleep  later  at 
night,  were  awake  longer  during  the  night  and  had  less  sleep 
time.  Given  this  information,  I  went  to  work  looking  for 
some  answers  to  these  parents'  questions. 

Typically  when  someone  calls  with  a  question  like 
this  they  are  wondering  if  we  have  any  strategies  or 
resources  for  them  to  deal  with  this  sleeping  problem. 
DB-LINK  staff  will  offer  a  few  resources  in  the  form  of 


articles,  books  and/or  a  bibliography  on  this  topic.  The  list 
will  be  compiled  keeping  in  mind  the  child's  age  and 
learning  and  communication  style.  DB-LINK  staff  also  try  to 
be  sure  that  families  are  connected  to  resources  in  their  state 
and  region.  Sometimes  connecting  or  re-connecting  families 
with  their  state  deaf-blind  project  can  provide  them  with  the 
most  help. 

In  the  DB-LINK  database  there  is  information  from 
textbooks,  articles  from  conference  proceedings  from  all 
over  the  worid,  videotape  information,  and  intervention 
packets,  all  dealing  with  sleeping  problems.  A  bibliographic 
listing  from  our  catalog  database  contains  about  twenty-five 
entries  related  to  sleep  and  sleep  disorders.  Many  of  these 
resources  have  a  focus  on  helping  you  and  your  child  who  is 
deaf-blind  get  a  good  night's  sleep.  They  offer  suggestions 
ranging  from  keeping  a  sleep  diary,  establishing  bedtime 
routines  and  coordinating  with  school  schedules,  to  tips  to 
help  cure  insomnia.  Below  are  a  few  descriptions  of  articles 
that  may  be  useful  to  you  in  helping  you  and  your  child  get 
a  good  night's  rest.  Sweet  dreams! 


f«- 


^ 


HELPING  YOU  AND  YOUR  CHILD  GET  A  GOOD 
NIGHT'S  SLEEP  Axelrod,  Craig.  1994.  P.S.  NEWS!!!,  VoL 
vi,  April  1994,  pp.  1-5.  This  article  is  based  on  information 
presented  by  Ray  Condon.  Handouts  from  his  workshop  and 
the  referenced  articles  are  available  on  request.  A  videotape  of 
the  presentation  can  be  checked  out  from  the  Deaf-Blind 
Outreach  Parent/Professional  Lending  Library.  For  more 
information  caU  (512)454-8631,  xl03. 

SLEEP  PROBLEMS  Baird,  Cynthia;  Trent,  Connie;  Hicks, 
Shirley.  1994.  SSDSINEWS,  first  issue,  Summer  1994,  pp.  1, 
2-9.  This  series  of  pieces  comprises  the  first  issue  of  a 
newsletter  put  out  by  the  Services  for  Students  Avith  Dual 
Sensory  Impairments  based  in  Florida.  It  describes  the  types 
of  sleep  problems  children  with  dual  sensory  impairments 
have,  lists  ideas  for  helping  to  get  such  a  child  to  bed  at  night 
as  well  as  ideas  for  helping  the  child  get  back  to  sleep.  The 
concern  for  the  child's  safety  is  addressed  and  a  number  of 
suggestions  are  made  for  further  reading.  There  are  also 
several  personal  stories  included  as  examples  of  what  others 
are  going  through. 

SOLVE  YOUR  CHILD'S  SLEEP  PROBLEMS  Fetter,  Richard, 
Simon  and  Schuster:  1986.  251  pages.  Ferber  believes  that  the 
causes  of  most  sleep  disturbances  in  children  can  be  identified 


fairly  readily  and  then  corrected  by  simple,  straightforward 
techniques.  This  book  will  help  parents  identify  and  treat  their 
child's  sleep  disturbances  by  themselves  or  to  recognize 
problems  for  which  they  should  seek  professional  advice. 
Includes  a  bibliography  and  index. 

SLEEP  BETTER!:  A  Guide  to  Improving  Sleep  for  Children 
with  Special  Needs,  Durand,  V.  Mark,  Paul  H.  Brookes 
Publishing  Co.  1998.  xvii,  262  pages.  This  book  offers 
professionals  and  parents  step-by-step  instructions  for  largely 
drug-free  strategies  to  combat  a  variety  of  recurrent  sleep 
problems,  including  bedtime  tantrums,  night  waking, 
bedwetting,  and  insomnia,  experienced  by  children  with 
special  needs.  Included  is  a  ready-to-use  sleep  diary,  behavior 
log,  graphic  comparison  of  various  techniques,  and  a  parent- 
completed  interview  to  pinpoint  problems  and  identify  the 
best  course  of  action.  Sleep-improvement  plans  can  be 
customized  to  accommodate  individual  work  and  school 
schedules,  home  enviroiunents,  or  specific  disabilities.  Lists 
of  support  groups,  accredited  sleep  centers,  and  World  Wide 
Web  sites  direct  families  to  additional  sources  of  help. 
Personal  insights  from  families  who  have  struggled  with  a 
family  member's  sleep  problems  and  used  techniques 
illustrated  in  the  book  are  provided. 


Mews  From  Advocates  for  Deaf-Blind 


Spring  1999 


Celebrate  Deaf-Blind  Awareness  Week  in  your  Community 

June  27-July  3, 1999 

Originally  proclaimed  by  Congressional  resolutions  and  Presidential  signature  15  years  ago, 
DEAF-BLIND  AWARENESS  WEEK  activities  and  events,  featuring  information  about  significant 
vision  and  hearing  loss,  or  deaf-blindness,  now  occur  throughout  the  year,  beginning  in  the 
month  of  June,  Helen  Keller's  birthdate.  The  focus  of  this  year's  Awareness  Campaign  is 
Employment  of  People  who  are  Deaf-Blind. 

A  sample  proclamation,  a  radio  public  service  script,  list  of  activities,  1999  poster,  ad  slicks  and  press 
release  are  available  at  no  cost  from  the  Public  Relations  Department,  Helen  Keller  National 
Center,  111  Middle  Neck  Road,  Sands  Point;  NY  11050,  or  by  calling  Barbara  Hausman  at 
516-944-8900,  ext  325  or  e-mail:  hkncpr@aol.com 

Remember  Helen  Keller's  Birthday  June  27th! 


("NFADB  Business"  continued  from  page  2)  to  provide  input  on  policy  in  state  deaf-blind  projects;  5) 

chart  for  better  dissemination  of  information;  2)  Utilize  the  Sustain  and  increase  membership;  6)  Organize  the  general 
newsletter  to  inform  membership  about  current  political  and  membership  meeting;  7)  Secure  501  .c3  status;  8)  Continue 
educational  trends;  3)  Continue  relationships  with  organiza-  to  strengthen  administrative  support  (hired  Administrative 
tions  related  to  deaf-blindness;  4)  Assist  DB-Link  in  dissemi-  Assistant  1/99);  9)  Continue  to  strengthen  operational  sup- 
nation  of  information;  5)  Develop  a  position  paper  related  to  port;10)  Strengthen  committee  accountability;  11)  Maintain 
intervenors;  6)  Develop  an  lEP  manual  specific  to  deaf-  full  representation  on  the  board;  1 2)  Increase  fiscal  responsi- 
blindness  (will  be  worked  on  now  that  regs  are  com-  bility. 

pleted).  Goal  4.  Strengthen  the  role  of  the  RDs;1)  Provide  annual 

Goal  3.  Strengthen  our  organizational  operation;  1)  Improve  plan  with  budget  to  the  executive  committee;  2)  Increase 
communication  within  the  NFADB  Board;  2)  Improve  com-  RDs'  productivity.3)  Help  to  develop  and  support  state  par- 
munication  with  the  general  membership;3)  Improve  com-  ent/family  groups  in  each  region  (working  with  NTAC  and 
munication  within  the  Executive  Committee;4)  Maintain  Hilton/Perkins  with  various  state  groups). 
communication  between  NFADB  and  the  Project  Directors  4* 


INTEREST  SURVEY 

Please  rank  the  following  topics  in  the  order  of  their  Importance  to  you  and  return  to: 
NFADB,  111  Middle  Neck  Road,  Sands  Point,  NY  11050: 


educational  issues  COMMENTS: 

infornnatlon  about  resources 
legislative  Issues 
networking  with  other  families 
newsletter 
NFADB  website 
membership  directory 
lEP  manual  for  deaf-blind 
support  development  of  state  parent  groups 


(Optional) 

Name Phone:( ) 

Address City,  State,  Zip  _ 
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LEARNING  ABOUT:  Hearing  Aids/ALDs 


Technological  advancements  in 
the  hearing  health  care  industry 
are  continually  surfacing.  It's  often 
difficult  to  keep  abreast  of  these 
changes  and  to  know  which 
hearing  aids  or  devices  are 
appropriate  for  you  or  someone 
you  know. 
HEARING  AIDS 

There  are  increasingly  more  digital 
hearing  aids  on  the  market.  Digital 
hearing  aids  process  sounds 
differently  than  analog  hearing 
aids.  Inside  the  digital  hearing  aid^ 
a  computer  processes  incoming 
sounds  Into  a  distinct  unit  of 
sound  by  assigning  the  signal  a 
numerical  value.  An  analog  system 
has  not  such  conversion  and 
therefore  amplifies  a  wider  range 
of  sounds  which  include 
background  sounds.  Since  digital 
aids  use  a  computer  to  process  the 
sound,  a  more  accurate  depiction 
of  the  sound  is  produced.  In  fact, 
comparing  the  sound  quality  of  a 
digital  hearing  aid  to  an  analog 
hearing  aid  is  similar  to  comparing 
the  quality  of  a  CD  and  an  audio 
cassette. 

ASSISTIVE  LISTENING  DEVICES 
Assistive  listening  devices  (ALDs) 
are  used  by  individuals  in  difficult 
listening  environments  such  as 
those  with  background  noise  or 
situations  whereby  the  "listener"  is 
at  a  distance  from  the  sound 
source     (such     as     classrooms, 


by  Karen  Jaworowski,  MA,  CCC-A  Audiologist,  Helen  Keller  National  Center 

meetings  or  social  gatherings).  ALDs  lessen  the  impact  of  frustration  created  in 
these  situations  by  establishing  a  direct  link  from  the  sound  source  to  the 
listener. 

Personal  FM  systems  can  provide  dramatic  improvements  for  certain 
listeners.  As  mentioned  previously,  an  FM  system  creates  a  link  between  a 
sound  source  and  the  listener.  The  link  is  created  by  the  components  of  the 
FM  system  which  include  a  receiver  worn  by  the  listener,  and  a  transmitter 
worn  by  the  speaker.  Sound  is  picked  up  by  the  transmitter's  microphone  and 
transmitted  via  a  radio  wave  to  the  receiver.  The  sound  passes  from  the 
receiver  to  the  neckloop  and  is  then  picked  up  by  the  hearing  aid.  The 
individual  hears  the  intended  signal. 

Older  model  transmitters  and  receivers  are  about  the  size  and  weight  of 
body-worn  hearing  aids  and  held  at  the  waist  with  a  belt  clip  or  in  a  shirt 
pocket.  The  newer  FM  system  (manufactured  by  Phonak)  is  much  more 
compact  and  significantly  lighter.  The  receiver  is  so  small  and  lightweight  that 
it  snaps  into  place  at  the  base  of  a  behind-the-ear  hearing  aid  (depending  on 
compatibility)  and  no  longer  requires  a  neckloop.  This  type  of  receiver  is 
called  a  boot  receiver.  Two  types  of  transmitters  are  available  with  the  boot 
receivers.  One  transmitter  is  completely  wireless  and  about  the  size  of  a 
harmonica.  The  other  transmitter  has  a  cord  for  the  lapel  microphone  and  is 
also  smaller  and  lighter  than  the  components  of  the  older  models. 

I  have  personally  fit  two  students  with  wireless  systems.  One  student  was 
finishing  his  last  year  of  high  school.  I  had  worked  with  him  for  two  summers 
and  he  was  a  perfect  candidate  for  an  FM  system.  In  fact,  in  discussing  how 
difficult  it  was  for  him  to  hear  In  the  classroom,  he  admitted  he  needed 
clarification  three  or  four  times  per  lesson.  Previous  attempts  encouraging  him 
to  consider  an  FM  system  were  unsuccessful  even  though  he  understood  and 
experienced  first  hand  how  an  FM  system  would  benefit  him.  Regardless,  he 
would  have  nothing  to  do  with  a  system  that  required  him  to  wear  a  receiver 
and  neckloop,  a  system  he  felt  would  create  an  awkward  appearance  among 
his  peers.  Finally,  after  two  summers  and  one  demonstration  with  the  wireless 
system,  he  accepted  the  device  readily.  A  second  decided  she  would  rather 
do  without  her  FM  system  because  of  the  difficulties  she  was  having  juggling 
the  components,  neckloop  and  microphone.  We  substituted  a  wireless  system 
and  she  was  thrilled. 

When  deemed  appropriated,  the  advancements  with  ALDs  have  yielded 
improved  sound  quality,  greater  flexibility  and  more  freedom  for  individuals 
with  hearing  loss.  Consumers  should  be  aware  that  newer  technology  (hearing 
aids  and  ALDs)  are  also  more  costly  than  hearing  aids  and  older  model  ALDs. 
Also,  it  is  important  to  keep  in  mind  that  these  devices,  as  wonderful  as  they 
may  be,  aren't  for  everyone.  In  some  cases,  the  use  of  amplification  and/or 
ALDs  are  of  no  benefit.  In  other  cases,  basic  technology  may  be  more 
suitable.  For  example,  an  individual  with  fine  motor  skill  difficulties  may  find 
it  easier  to  manipulate  a  slightly  larger  personal  FM  system.  Certainly,  there 

(HEARING  continued  on  page  9) 
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We  have  been  tracking  several  issues  which  are  important 
to  children  and  adults  with  disabilities  and  their  families. 
Here  is  a  short  synopsis  of  some  of  these  issues: 

IDEA:  The  Individuals  with  Disabilities  Education 
Act  Regulations,  based  on  the  1997  reauthorization  of  the 
act,  were  published  in  the  Federal  Register  on  March  12, 
1999.  The  National  Coalition  on  Deaf-Blindness  has 
concerns  regarding  Section  300.751  which  is  the  Annual 
Report  of  Children  Served.  The  Coalition  has  been  in 
contact  with  the  Office  of  Special  Education  Programs  as 
to  the  confusion  of  wording  for  reporting  by  State 
Education  Agencies  in  (c)  and  (f).  Presently  the  regulations 
may  cause  some  children  to  be  counted  as 
multihandicapped  instead  of  in  the  deaf-blind  category. 
The  Coalition  is  addressing  this  possibility  of  miscount. 
You  can  access  the  regulations  at: www.ed.gov/offlces/ 
OSERS/lDEA/index.html  or  find  links  at  the  Wrightslaw 
websiteiwww.wrightsiaw.com.  To  order  a  copy  ($8),  call 
the  Government  Printing  Office  at  (202)  512-1800. 
Individuals  with  disabilities  may  obtain  the  document  in 
an  alternate  format  (Braille,  large  print,  audiotape  or 
computer  diskette)  on  request  by  contacting:  Katie 
Mincey  by  e-mail  at:  katie_mincey(a)ed.gov  or  by  phone 
at  (202)  260-9895. 

WIIA:  The  Work  Incentives  Improvement  Act  of 
1999,  which  has  found  favor  with  most  disability 
advocates,  was  scheduled  for  "mark  up"  on  March  4.  This 
SB  #331  is  also  known  as  the  Jeffords/Kennedy  Bill.  For 
more  information  you  may  visit  the  website  of  http:// 
thomas  loc.gov/homeAhomas.html  for  bills  before  the 
house  and  senate,  or  e-mail  Alana  R.  Theriault  at: 
airt@icg.org 

SGA:  Substantial  Gainful  Activity  proposed 
regulation  changes  under  Social  Security  have  been 
submitted  by  Vice  President  Al  Gore.  If  passed,  it  would 
increase  the  earning  level  from  $500  to  $700/month  for 
non-blind  individuals.  (The  current  SGA  level  for 
individuals  who  are  blind  is  $1,110/month.)  Under 
current  rules,  to  become  eligible  for  SSDI  or  SSI  benefits, 
an  individual  must  be  unable  to  engage  in  any  substantial 
gainful  activity  that  exceeds  $500  per  month.  Once  on 
the  disability  rolls,  an  individual  who  earns  more  than 
$500  per  month  will  lose  his/her  benefits  and  health 
insurance.  To  receive  a  copy  of  the  full  text  of  the  Notice 
of  Proposed  Rulemaking  on  SGA  go  to  Social  Security 
Online  at  www.ssa.gov  or  contact  Jack  Baumel,  SSA 
Office  of  Disability  at  (410)  965-9834  V  or  (410)  966- 
6210  TTY.  The  related  comment  period  ends  on  April  19. 

NCD:  The  National  Council  On  Disability  has 
been  contacted  by  the  media  in  regard  to  Air  Carrier 


Access.  A  press  conference  was  held  on  March  1 8  where 
people  with  disabilities  and/or  family  members  shared 
their  experiences  with  the  media.  For  more  information  or 
to  give  NCD  feedback  on  your  experiences,  e-mail  Mark 
Quigley,  NCD  Public  Affairs  Specialist  at: 
mquigley@ncd.gov 

ADA:  Disability  advocates  are  very  concerned 
that  the  Olmstead  vs.  L.C.  and  E.  W.  decision  might  be 
overturned  when  the  Supreme  Court  hears  this  case  on 
April  21.  Advocates  feel  that  Georgia  and  several  other 
states,  cities  and  counties  who  have  signed  on  to  this  brief 
are  attempting  to  weaken  the  Americans  with  Disabilities 
Act  in  the  area  of  least  restrictive  environment  and 
personal  choices  to  live  in  the  community  rather  than 
reside  in  institutions  or  nursing  homes.  Georgia  and  other 
signers  are  citing  costs  of  community  living  as  their 
primary  reason  for  attempting  to  overturn  the  favorable 
decision  made  for  two  men  (LC  &  EW)  who  have  mental 
illness.  They  also  feel  that  the  federal  government  should 
not  dictate  to  state  and  local  governments.  A  candlelight 
vigil  and  a  national  rally  at  the  Supreme  Court  plus  many 
other  activities  at  state  capitols  are  planned  by  disability 
groups  in  an  effort  to  cause  awareness  of  this  issue.  For 
more  information  go  to  these  websites:  www.tash.org/ 
actionalerts/olm  stead.htm  I  and  www.mailbot.com/ 
justice 

The  Wall  Street  Journal  printed  an  article  on 
3/11/99  entitled  "Politics  and  People"  by  Albert  R.  Hunt 
under  a  subtitle  of  "The  Disabilities  Act  is  Creating  a 
Better  Society"  which  quoted  US  Representative  Tom 
Delay  (R-TX)  as  stating,  "The  Americans  With  Disabilities 
Act  is  not  sensitive  to  the  needs  of  our  businesses  -  large 
and  small  -  and  will  subsequently  have  a  negative  impact 
on  our  judicial  system  and  on  our  nation's  productivity  as 
a  whole."  The  article  went  on  to  say  that  in  spite  of 
conservative  opposition  to  the  ADA,  the  act  has  proven  to 
be  a  positive  step  and  has  changed  public  and  private 
perception  of  the  disabled. 

MiCASSA:  Medicaid  Community  Attendant 
Services  And  Supports  Act  of  1999  is  an  amendment  to 
Title  XIX  of  the  Social  Security  Act.  This  amendment 
addresses  the  current  bias  toward  institutionalization  of 
persons  requiring  long  term  care  by  providing  a  "laundry 
list"  of  needed  services  to  be  made  available  within  the 
community.  It  gives  choices  of  least  restrictive 
environment  to  the  person  or  the  person's  representative. 

For  more  information  e-mail:  majordomCStrip.TRIPL.COM 
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by  Leslie  Fansler,  Parent,  Amarillo,  TX 


I  recently  read  an  article  in  which  a  mother  shared 
her  thoughts  about  her  life  with  her  young  daughter  who  is 
deafblind.  That  article  took  me  back.  My  son  Preston 
turned  ten  in  February.  He  was  born  deafblind  and  it  has 
not  been  easy  on  any  of  us.  His  father,  Keith,  his  older 
brother,  Chance  and  I  have  learned  many  things  over  the 
last  ten  years. 

I  thought  about  when  Preston  was  born,  his  first 
lEP,  and  the  day  he  got  his  first  long  white  cane.  I 
remember  when  he  took  out  his  prosthetic  eyes  at  the 
grocery  store  and  threw  them.  The  man  in  line  behind  us 
almost  fainted,  then  offered  to  help  me  find  them.  I 
remember  the  day  a  lady  at  the  park  asked  me,  "What  have 
you  done  to  that  baby's  eyes?"  I  recall  a  very  young  Chance 
looking  at  her  and  saying,  "My  brother  can't  see.  What's 
wrong  with  you?  Are  you  blind?"  I  remember  the  day  I  had 
to  face  the  fact  that  Preston  was  not  only  blind  but  deaf  too. 
So  many  different  memories  came  back  as  I  read  that 
article. 

I  began  to  see  how  far  our  family  had  come.  I 

thought  about  how  proud  we  were  on  Preston's  first  day  of 

school  and  how  the  whole  world  seemed  right  the  first  time 

he  signed,  "Mom!"  I  reminisced  about  how  much  we  enjoy 

beeping  Easter  egg  hunts;  the  great  trips  we  have  been  on 

to  attend  conferences  and  all  the  wonderful  professionals 

who  have  touched  our  lives.  As  I  reflected,  I  realized  that 

life  with  Preston  seems  much  easier  now  than  it  did  way 

back  when.  I  made  a  list  of  things  I  understand  now,  that  I 

didn't  grasp  when  Preston  was  much  younger. 

»   First !  try  to  accept  Preston  as  he  is.  He  is  our  kid,  not  a 

thing  that  we  have  to  "fix."  He  does  not  have  to  learn  the 

same  things,  on  the  same  time  schedule  as  other  kids,  to 

be  alright.  Of  course,  we  still  have  lEPs,  therapies,  doctors 

and  financial  struggles  that  are  the  result  of  his  dual  sensory 

Impairment.  We  understand  that  these  things  go  with  the 

territory,  but  they  are  not  who  Preston  is,  they  are  just  a 

part  of  our  life.  Preston  is  not  a  disability;  he  is  a  little  boy. 

He  loves  to  play  outside,  ride  horses  and  swim.  He  is  crazy 

about  his  daddy,  likes  to  get  into  his  older  brother's  stuff, 

and  is  curious  about  life.  He  is  learning  to  sign,  use  symbols 

and  express  what  he  thinks.  There  is  a  saying,  "We  must 

give  our  children  roots  to  grow  and  wings  to  soar!"  I  can't 

give  Preston  his  wings  if  I  only  see  his  disability  and  not  the 

person  he  is. 

«f  I  have  learned  to  prioritize  things,  and  not  just  time  for 
therapies  or  doctors.  Allowing  our  family  to  live  the  life  we 
want  is  a  major  priority.  When  Preston  was  very  young,  we 
were  constantly  handling  problems  with  his  ears  and  eyes. 
The  work  that  doctors  did  on  his  ears  was  to  save  what 
little  hearing  he  has.  The  eye  doctors  were  trying  to  help 


him  cosmetically,  to  look  as  normal  as  possible.  Our  team 
of  eye  specialists  is  in  Dallas,  a  six-hour  drive  from  our 
home.  For  several  years  we  almost  killed  ourselves  trying 
to  cover  both  these  areas.  Finally,  we  decided  that  Preston 
needed  his  hearing  more  than  he  needed  to  look  right.  We 
also  decided  that  our  family  and  its  emotional  health  was 
a  higher  priority  than  the  eye  work.  Many  people  will  not 
understand  our  decision,  but  we  backed  off  of  the  eye 
work  and  concentrated  on  his  ears.  Our  family  life 
improved  dramatically  and  both  our  boys  were  much 
happier  children.  Thank  God,  Preston  turned  out  to  be  a 
beautiful  child  despite  our  decision,  but  balancing  the 
needs  of  our  family  unit  against  the  needs  of  each 
individual  is  still  important. 

V  I  have  learned  that  Chance  is  a  kid  too.  He  deserves  to 
have  a  childhood.  Preston's  well-being  and  development 
ARE  NOT  more  important  than  Chance's  just  because 
Preston  started  out  with  a  severe  handicap.  For  years,  I 
told  myself,  "Chance  is  going  to  make  it,  no  matter  what, 
but  Preston  will  not  make  it  in  this  world  if  I  do  not 
concentrate  on  helping  him  catch  up  and  learn  what 
everyone  else  is  learning."  I  regret  having  that  attitude. 
Chance  has  dreams,  goals,  needs  and  disappointments  in 
his  life,  too.  Preston  is  never  going  to  catch  up  because  he 
is  where  he  needs  to  be.  Chance's  childhood  is  just  as 
important  as  Preston's.  Chance  needs  a  mother  who  does 
not  make  his  brother's  disability  the  focus  of  her  life. 

V  I  have  learned  that  I  have  to  be  organized  to  accomplish 
all  the  things  life  demands  of  me.  I  have  to  make  lists, 
schedules,  and  a  calendar  to  refer  to  daily!  I  must  write 
down  everything  I  need  to  talk  to  a  doctor  about  and  take 
that  list  with  me  to  appointments.  I  do  not  have  time  to 
make  another  appointment  because  I  forgot  to  ask  the 
doctor  something  important.  I  start  preparing  for  lEPs 
months  in  advance  to  make  sure  every  issue  is  addressed. 
It  is  time-consuming  going  back  to  the  lEP  team  to  discuss 
something  that  pops  up  the  first  day  of  school  when  it 
could  have  been  addressed  in  our  annual  meeting.  My 
husband  and  I  both  work  full  time  and  we  make  our  family 
life  a  priority,  so  I  have  to  set  goals,  be  organized,  prepared 
and  on  schedule. 

V  I  have  learned  to  be  a  team  player.  This  means  I  respect 
and  appreciate  the  people  on  Preston's  educational  and 
medical  teams.  I  will  sit  across  the  table  from  the  members 
of  Preston's  lEP  team  for  many  years  to  come.  His  Vision 
teacher  has  been  with  us  since  he  was  nine  days  old.  It  is 
not  to  anyone's  advantage  to  make  an  enemy  of  her. 
Please  do  not  misunderstand  me,  I  know  Preston's  rights 
and  will  advocate  for  what  he  needs.  However,  there  is  a 

(continued  on  page  1 1) 
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THE  FOLLOWING  REGIONAL  DIRECTOR  POSITIONS  WILL  BECOME  AVAILABLE 

BEGINNING  JULY  1997 

REGION  1,  NEW  ENGLAND  REGION  3,  EAST  CENTRAL  REGION  5,  NORTH  CENTRAL 

CT  MA  ME  NH  RI  VT  DE,  D.C.,  MD  PA  VA  WV  IL  IN  MI  MN  OH  WI 

REGION  7  GREAT  PLAINS  REGION  9 

lA  KS  MO  NE  AZ  CA  GUAM,  SAMOA,  TRUST  TERRITORIES,  HI  NV 

NFADB  is  requesting  nominations  for  these  positions.  Nominees  must  be  Regular  Members  of  NFADB  in 
good  standing  who  reside  in  one  of  the  states/territories  of  the  region  for  which  they  are  nominated.  The 
deadline  for  submitting  nominations  is  Mav  31, 1999. 


Please  mail  nominations  to: 

Barbara  Caudill,  Chairperson 

NFADB  Nominations  Committee 

1 8  Minquil  Drive 

Newark.  DE  19713 

e-mail:  BarbeeAnn2@AOL.com 

or  fax  to: 

302-456-9964 '51 

Elections  will  be  held  at  our  General  Membership  Business  Meeting  on  August  14th  In  New 

Orleans,  LA.  Regular  members  in  good  standing  will  have  the  opportunity  to  vote  by  mail  or  In 

person.  An  election  flyer  and  ballot  will  be  sent  out  to  all  Regular  Members. 


NOMINATION  FORM 
(PLEASE  PRINT  OR  TYPE) 

My  nominee  for  Region Is who  is  an 

NFADB  Regular  Member  in  good  standing  and  resides  within  this  region.  My  nominee  resides  at: 


(Street,  Apt.  #) 


(City,  State,  Zip  code) 
( ) ( )- 


(Area  code  and  telephone  #)                                   (Area  code  and  fax  #) 
My  ncme  end  phone  #  are: 


Signature: Date: 
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A  Gift  of  Love 

by  Tern  P.  B^ilei- 

We  met  a  boy  whose  n^me  w^s  Brent. 

He  W3S  heaven  sent. 

Oui'pH4e3n4  joy, 

Our  fi>st  born  boy. 

How  coul4  \^  be, 

He  wouM  b^ve  DB,  MR,  3nci  PP? 

They  tolc|  us  there  wouldn't  be  much  he  cou  14  do, 

"He'll  need  OT,  PT^n  4  other  supports  too!" 

It  w^s  rough,  the  h^n4  we  h34  been  4e3lt, 

But,  not  3s  powerful  3s  the  love  we  felt, 

For  ouY  son.  Brent,  ouy  pri4e  3n4  joy. 

Our  beautiful,  beautiful  first  born  boy. 

Surgery,  seizures,  antibiotics. 

Enough  io  make  anyone  become  psychotic. 

In  the  beginning,  Pa4  an4  I  struggle4  io  maintain. 

But,  faith  an4  love  prevaile4  an4  kept  us  from  going 

Insane. 

As  Brent  began  io  grow,  he'4  prove  them  wrong! 

There'4  be  lots  that  he  cou  14  4o,  \i  wouMn't  be  that 

long! 

Every  accomplishment  was  such  a  big  4eal, 

From  the  time  he  sat  up  io  the  time  he  coul4  kneel. 

He's  almost  ten  an4  taking  his  first  steps  -  no  nee4 

for  that  chair  soon. 
The  4ay  Is  near  when  he'll  just  run  into  the  room! 

Yes,  they  sal4  his  progress  woul4  be  slow. 

But,  slow  has  no  meaning  in  this  Q\k  of  Love  that 

we've  come  to  know. 

Yes,  a  G\ko(Loyjc, 

From  the  Lor4  above, 

In  our  son  Brent,  our  pri4e  an4  joy. 

Out  beautiful,  beautiful  first  born  boy. 

©1999 


Canada  Establishing  National 

Registry  of  Persons  who 

are  Deafblind 


The  Canadian  Deafblind  and  Rubella 
Association  (CDBRA)  has  received  funding  to 
establish  a  database  of  persons  who  are 
deafblind  in  Canada.  The  Registry  will 
determine  how  many  people  in  Canada  are 
deafblind,  where  they  live,  the  onset  and 
cause(s)  of  their  vision  and  hearing  loss  and  the 
kinds  of  services  they  receive.  The  information 
will  be  supplied  to  governments  and  various 
non-profit  organizations  that  work  with 
individuals  who  are  deafblind  to  help  them  plan 
for  future  educational,  medical,  social,  housing 
and  intervention  services. 

Deafblindness  is  defined  as  "a  substantial  loss  of 
both  sight  and  hearing  such  that  neither  sense  is 
a  reliable  access  to  information.  The 
combination  of  these  sensory  losses  results  in 
significant  difficulties  in  acquiring  educational, 
vocational,  avocational  and  social  skills." 

Information      collected      will      be      strictly 
confidential.    Participation    is   voluntary.    For 
more  information,   or  to  participate,   please 
contact:  Stan  Munroe,  1658  4th  Ave.  West, 
Owen  Sound,  Ontario,  N4K  4X4; 
phone -519-372-0887; 
Fax -519-372-0312; 
E-mail  -  stan.munroe@sympatico.ca         ^ 
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(HEARING  continued  from  page  5) 

are  other  reasons  to  use  basic  technology.  It's 
important  to  raise  these  issues  with  your 
audiologist,  as  your  input  is  an  important  part  in 
making  appropriate  choices.  It  is  equally 
important  to  be  aware  that  the  use  of  assistive 
listening  devices  won't  eliminate  all  difficult 
listening  environments.  We  still  may  need  to 
manipulate  our  environment  and  incorporate 
the  use  of  communication  strategies  when 
necessary. 

A  special  thanks  to  James  Belanich  and  John  Mascia  for 
their  assistance  with  this  article.  -KJ 


Mews  Prom  Advocates  for  Deaf-Blind 


Spring  1999 


(CoUaboration  continued  from  page  1) 

Grant  Projects:  Over  the  past  few  years,  as 
NFADB  president,  I  have  been  invited  to  speak 
at  the  annual  Project  Directors'  meeting  in 
Washington,  D.  C.  All  projects  receiving  federal 
money  for  deaf-blindness  are  represented  there. 
My  purpose  in  addressing  the  group  is  to  provide 
insight  into  families'  real-life  concerns  and  to 
encourage  more  parent/professional 

collaboration.  As  a  result  of  these  presentations, 
and  interactions  with  these  professionals  in  other 
forums,  we  have  seen  an  increase  in  family 
involvement  in  projects  on  the  state  and  local 
levels.  Many  state  projects  have  parents  or  family 
members  in  advisory  capacities  and  many  others 
have  hired  family  specialists  for  their  projects. 

Over  the  past  few  years,  NFADB  has  also  been 
asked  to  support  and  actively  work  with  several 
federally  funded  grants.  These  projects  have 
had,  or  will  have,  an  impact  in  areas  such  as 
assessment,  curriculum  development,  systems 
change,  distance  learning  for  professionals,  and 
availability  of  materials  and  training 
opportunities  for  parents.  We  are  frequently 
included  in  the  grant  writing  process  for  state 
projects  and  actively  participate  in  many  of  these 
projects  once  they  are  awarded. 

Advisory  committees:  As  your  president,  I 
represent  NFADB  on  the  advisory  committees 
for  HKNC,  DB-Link  and  the  National  Technical 
Assistance  Consortium  (NTAQ.  Several  of  our 
board  members  also  participate  on  advisory 
boards  in  their  states  and  regions. 

NFADB  is  an  intimate  yet  well-connected 
organization,  constantly  striving  to  improve 
services  to  individuals  and  their  families.  As  we 
move  toward  the  year  2000,  we  will  be 
continuing  our  efforts  in  this  area.  We  welcome 
your  input  and  feedback  as  we  put  together  our 
goals  for  the  upcoming  year.  Please  see  the 
NFADB  Business  report  on  page  2  and  send  us 
your  ideas  by  completing  the  survey  on  page  4. 


LIVING  HONOR  GIFT,  MEMORIAL,  OR  CONTRIBUTION 

to 
The  National  Family  Association  For  Deaf-Blind 


Enclosed  is  $_ 
memory  of 


given  as  a  contribution  or  as  a  gift  in  honor  or 


□  Living  Honor  -  A  tribute  to  someone  you  wish  to  honor  while  they  are 
present  to  enjoy  your  thoughtfulness. 

Q  Memorial  -  A  gift  in  honor  of  someone  who  has  passed  on.  The  notice 
of  this  thoughtfulness  will  be  sent  to  whomever  you  specify. 

□  Mary  Margaret  O'Donnell  Memorial  Fund  -  An  ongoing  fund 
established  in  memory  of  our  former  president. 

Q  Contribution  to  NFADB  -  to  be  used  as  needed. 
All  honors,  memorials  and  contributions  are  tax  deductible  and  are  used 
to  further  the  goals  and  activities  of  NFADB. 


Please  send  a  note  about  this  gift  to: 


Name: 

Address: 

City: 
aVEN  BY: 

State: 

Zip: 

Address: 

City: 

State: 

Zip: 

Send  this  form  with  your  donation  to:  NFADB,  111  Middle  Neck 
Road,  Sands  Point,  NY  11 050.  Thank  you! 


WELCOME  to  MPADB's  NEWEST  MEMBER2I 


Region  1  -  CT-  Howard  Parkhurst*,  Carol  2^ccara*;  MA  Joyce 

Q^liotti*,  Virginia  Qiordano*,  Lisa  Jacobs*  VT-  Qiigee  Qoniger* 

Region  2  -  NY  -  Daniel  Crimmins*,  >nnifer  Katapodis,  Jean  Kruse*, 

Nancy  Lui*,  Vera  Safai*,  Shcri  Stanger*  Region  3  -  PA  -  Annalise 

LaHood,  Stacy  Qerlach*,  Overbrook  School  for  the  Blind,  Mrs.  Robert 

Price*  VA  -  Janice  Franer,  Meenaz  Qilani,  Kris  Kiley,  Jackie  Lowry, 

Deborah  Nickerson,  Melissa  Reynoso,  Bob  Roloff,  Michael  Scott, 

Karen  Thomas* 

Region  4  -  FL  -  Mrs.  J.  Pedersen,  James  Pedersen,  Alice  Pedersen, 

QA  -  Heidemarie  Boone* 

Region  5-  (N  -  Daniel  Allison*,  Mf  -  Jixiith  Kline*,  Brenda  Crisp*, 

Ano  Olson*;  OH-  Judy  Knisely,  Wl  -  Dave  Bishop 

Region  6  -  NM  -  Arabella  Qallegos*,  TX  -  Susan  Nicholas* 

Region  7-  (A  -  Marilyn  Fredrick*,  KS-  Laurie  Osipik*  MO  - 

Martha  Lewis* 

Region  8  -  ND  -  Beverly  Knippelberg*,  UT  -  Judy  Bell* 

Region  9-  CA  -  Megan  Jones*  Bonnie  Sanabia*,  HI  -  Karro  Yee 

Region  10  -  AK  -  Molly  Coulter,  OR  -  Joyce  Wulf*,  WA  -  Donna 

Qloede*,  John  Harris*,  Kathec  Keller-  Scoggins*,  Marlyn  Minkin* 

*  indicates  a  membership  renewal 


When  shahrif^  or  copying  information  and  art\c\G3  from  our  newsletter,  please  credit  News 
From  Adv'ocates  for  Veaf-dWnd  as  the  source.  Thanks' 
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(fAmHn  lounui  continued  from  page  7) 

fine  line  between  assertiveness  and  aggression.  I  know 
because,  regretfully,  in  the  past  I  have  crossed  that  line. 
Assertiveness  will  get  Preston  the  things  he  needs.  Aggression 
will  make  enemies  of  people  on  our  team. 

»  Most  professionals  are  good  people  and  are  in  the  field 
because  they  care  about  kids.  I  have  had  to  learn  to  work 
within  a  team.  I  have  learned  that  a  little  appreciation  goes  a 
long  way.  I  give  gifts  and  write  letters  to  professionals  to  thank 
them  for  what  they  do  for  Preston.  I  write  letters  to  those 
professionals'  bosses  also  to  let  the  people  in  places  of  power 
know  what  a  good  job  the  teachers,  therapists  and 
caseworkers  are  doing.  I  write  and  write.  Sometimes  I  spend 
whole  weekends  on  my  computer,  but  it's  worth  the  effort. 

»  My  husband  and  I  are  on  many  boards  and  committees.  I 
have  learned  to  serve,  serve,  SERVE  on  every  committee, 
board,  council  and  anything  else  I  can  be  involved  in.  It  is 
important  that  we  stay  involved  with  every  agency  that  serves 
the  deafblind  of  Texas.  It's  not  easy,  and  I  always  have  the 
great  excuse,  "\  don't  have  time  to  serve  on  that  committee." 
Reality  is,  I  don 't  have  the  time  not  to  serve.  It  is  one  of  the 
best  ways  we  can  influence  the  services  and  supports  that 
Preston  will  need  throughout  his  life.  It  is  vital  that  parents 
serve  as  often  as  possible.  When  you  can't  serve,  write  letters 
to  people  with  the  power. 

^  TO  NETWORK  IS  TO  SURVIVE!  I  network  with  families, 
professionals  and  people  in  government.  I  do  this  to  gain 
support  for  myself  and  to  have  someone  to  call  if  I  run  into  a 
situation  that  I  cannot  handle  by  myself.  When  Preston  was 
very  young,  I  so  wanted  to  believe  that  he  was  only  blind.  I 
joined  groups  for  families  of  children  who  were  only  blind. 
We  NEVER  fit  in.  It  was  like  drowning  in  a  sea  of  support.  All 
the  other  families  were  in  the  lifeboat  and  I  couldn't  get 
there.  As  Preston  got  older,  even  I  could  not  deny  the  fact  he 
is  deaf  and  I  was  able  to  get  over  my  "multihandicapped 
phobia."  We  joined  the  Deaf-Blind  Multihandicapped 
Association  of  Texas  and  they  tossed  me  a  life  preserver.  I 
believe  I  would  have  lost  my  mind  if  we  had  not  gotten 
involved  with  this  group  and  started  networking  with  families 
who  had  kids  like  Preston!  Now  I  have  an  extensive  network 
of  friend,  families  and  professionals  who  know  about 
deafblindness.  Keith  talks  to  other  fathers;  Chance  interacts 
with  siblings;  and  we  meet  couples  in  the  same  boat  as  we. 
We  know  many  professionals  we  can  call  upon  for  help. 
There  are  people  who  mourn  our  disappointments  and 
celebrate  Preston's  accomplishments  with  us.  Many  have 
gone  before  us.  They  encourage  us  and  warn  us  of  the 
pitfalls.  Many  more  are  coming  behind  us  who  can  benefit 
from  our  experiences. 

*  Don't  let  standardized  test  scores  seal  your  fate. 
Assessments  should  not  determine  whom  your  child  is,  what 
your  are,  or  your  hopes  and  dreams  for  that  kid.  I  have  yet  to 
find  a  standardized  test  that  is  normed  on  a  child  who  is 
deafblind  like  Preston.  In  the  early  years,  those  three-year 
evaluations  the  school  did  killed  me.  They  scored  him  at 


levels  I  could  not  deal  with!  Expressive  language  -  two 
months;  self-help  skills  -  six  months,  etc.  Good  grief,  how 
can  a  parent  of  a  six-year-old  see  that  and  not  be  totally 
devastated?  I'll  tell  you  how  -  ignore  them!  One  year  they 
label  Preston  mentally  retarded,  the  next  time  they  take  the 
label  off.  Does  that  label  actually  change  who  Preston  is? 
No,  Preston  is  Preston.  He  still  uses  his  cane  to  go  outside, 
get  on  the  trampoline  and  play  for  an  hour.  He  still  uses  a 
calendar  box  to  get  dressed,  eats  with  his  fingers  if  no  one 
is  watching  and  wants  the  horse  to  go  faster  than  I  think  is 
safe.  The  joy  I  find  in  Preston  does  not  come  from  a  label 
nor  can  a  label  take  it  away.  Learn  to  listen  to  what  the 
professionals  say;  then  go  home,  hold  your  kid  close  and 
thank  God  that  you  have  him.  Ignore  someone  who  would 
immediately  place  him  in  an  institution  after  seeing  those 
test  scores! 

V  Another  important  thing  I  learned,  a  lot  later  than  I 
should  have,  is  that  communication  is  the  key  to  alt  locks. 
When  your  child  who  is  multihandicapped  is  a  baby,  you 
want  him  to  do  what  all  the  "normal"  babies  are  doing. 
They  are  learning  to  play  with  toys,  eat  baby  food  and 
crawl.  The  professionals  keep  saying,  "We  must  work  on 
communication!"  You  hear  these  words  but  in  your  heart 
you  are  saying,  "Nobody's  baby  talks  at  this  age,  we  need 
to  teach  our  baby  how  to  eat,  play  and  crawl.  Talking 
comes  later!"  I  have  learned  the  professionals  are  right. 
Preston  can  walk  as  well  as  any  ten-year  old,  but  he  still 
struggles  to  communicate  the  most  basic  things.  You  must 
concentrate  on  communication  constantly,  from  the 
beginning.  If  they  say  your  child  needs  sign  language,  go 
that  very  day  and  sign  up  for  ASL  class.  If  they  say  your 
child  needs  concrete  symbols,  read  up  on  the  van  Dijk 
calendar  system  and  symbols.  Then  use  those  alternative 
communication  systems  with  your  child  every  time  you 
share  an  interaction.  Do  everything  in  your  power  to  help 
your  child  develop  communication.  Many  things  are 
important,  but  life  revolves  around  our  ability  to 
communicate  to  others.  Do  not  fool  yourself  -  your  child 
has  to  be  able  to  communicate  to  succeed  outside  the  walls 
of  your  home!  How  I  regret  the  years  I  did  not  make 
communication  my  number  one  goal  with  Preston. 
»The  last,  and  maybe  most  important  thing  I  have  learned, 
is  "Stop  and  smell  the  roses."  Each  of  my  children  is  a  gift 
from  God.  They  will  be  whatever  He  intends  for  them  to 
be.  He  expects  me  to  do  the  best  job  I  can  raising  them  but 
I  believe  He  also  expects  me  to  enjoy  my  time  with  them 
and  to  teach  them  to  enjoy  their  lives,  regardless  of  their 
potential,  shortcomings  or  disabilities. 
I  would  love  to  talk  to  anyone  who  has  a  child  that  is 
deafblind.  Feel  free  to  contact  me,  Leslie  Fansler,  at  4314 
South  Hayden,  Amarillo,  TX  79110;  806-353-1024;  e-mail 
fanfam@arn.net 

Reprinted  with  permission  from  SEE/HEAR,  a  quarterly  newsletter  of  tfie  Texas  Sdioo/  for 
the  Blind  and  Visually  Impaired  Outreach  and  Texas  Commission  for  the  Blind,  Summer 
1996  edition. 
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•CHECK  IT  OUT 


Products,  services  or  acdvides  listed  in  News  For 
Advocates  for  Deaf-Blind  do  riot  imply 
endorsement  by  NFADB,  HKNC  or  Hilton/ 
Perkins.  They  are  provided  for  informational 
purposes  only. 

k^  PORTABLE  UYs  AVAILABLE 

Wyndtell  offers  a  mobile 
communication  system  that 
provides  TTY  users  a  complete 
wireless  communication  service 
from  any  location.  The  system 
allows  two-way  e-mail  with  two- 
way  text  phone  (TTY)  messaging, 
faxing,  alpha  paging,  voice-to-text 
and  text-to-voice  communication. 
The  system  runs  on  an  interactive 
palm-size  device  with  a  built-in 
keyboard.  It  can  be  activated  to 
alert  users  in  four  ways:  vibration, 
light-emitting  diode,  screen 
messages  and  audible  rings. 
Includes  a  built-in  address  book. 
For  more  information  call:  800-549- 
9800(v);  800-549-2800  (TTY);  or  at 
their  website:  www.wyndtell.com 

-  from  "Government  Technolog/"  12/98 

t^LAWRENCE-MOON-BARDET- 
BIEDL  SYNDROME  NETWORK 

The  Laurence-Moon-Bardet-Biedl 
Syndrome  is  a  very  low  incidence 
syndrome  and  involves  blindness, 
cardiac  abnormalities,  and  renal 
failure  among  other  symptoms.  For 
more  information,  Contact: 
LMBBS  Network,  Mary  Morris, 
100  Van  Buren  Ave.,  Biloxi,  MS 
39531 

email:  josiahsmom@hotmail.com  or 
go  to  their  website  at 
www.geocities.com/HotSprings/ 
Spal 761 


c^  IT'S  A  DATE 


*^  May  20-22,  1999 

National  Association  of  the  Deaf 

National         Symposium         on 


Childhood  Deafness 
Sioux  Falls,  SD 

For     registration     and     related 
information    contact  Frank  R. 
Turk,  Special  Projects  Officer, 
Communications    Service    for 
the  Deaf  102  N.  Krohn  Place, 
Sioux  Falls,  SD  57103 
800-642-641  OOTY/voice) 
606-367-5760  (TTY) 
605-367-5958  (Fax) 
FRTurk@mcimaiL  com 

<^  June  24-27,  1999 
20th      Annual      International 
Conference  of  the  Cornelia  de 
Lange  Syndrome  Foundation 
Location:    Doubletree    Hotel, 
Dallas,  TX 

Cornelia  de  Lange  Syndrome  is  a 
rare  birth  defect  suspected  to  be 
genetic  in  origin  and  which 
causes  children  to  develop  slowly 
mentally  and  physically.  This 
conference  will  bring  families, 
friends,  professionals  and  the 
nation's  foremost  experts  in  their 
fields  together  to  share  the  latest 
information  available  on  this 
syndrome.  The  conference 
theme  is  "Everyone's  A  Star 
Deep  in  the  Heart  of  Texas." 
Free  medical  consultations  will 
be  available  for  children  with 
CdLS. 

Contact:    Gretchen    Vakiener, 
Conference  Coordinator,  CdLS 
Foundation,    1-800-753-CdLS; 
E-mail:  cdlsintl(&iconn.net 
Internet:  www.cdlsoutreach.org 


16,  1999 

The  International 

on  Low  Vision 
Waldorf-Astoria 
York  City,  NY 
about    practice, 

nology  and  design 


July  12- 
'Vision  '99, 
Conference 
Location: 
Hotel,     New 
Information 
research,  tech 


re:      low      vision      and      vision 

rehabilitation  services  across  the  life 

span. 

Contact:    The    Lighthouse,    111 

East  59*^  Street,  NY,  NY  10022; 

phone-212-821-9482;     Fax-212- 

821-9705 

^'^  July  23-25,  1999 

4th        International       CHARGE 

Syndrome  Conference 

Location:  Sheraton  Crown  Hotel, 

Houston,  TX 

CHARGE  Into  the  New  Millennium 

is  the  theme  for  this  conference. 

Early  registration  is  urged  so  that 

childcare,  interpreting  and  nursing 

care  can  be  planned. 

Contact:  800-442-7604 

(families);  573-499-4694 

(professionals) 

E-mail:  mnorbury@mail.coin. 

missouri.edu 

f^  May  4-7,  2000 
International  Parent   to   Parent 
Conference  2000 
''Pioneer  Spirit  -  Blazing  New 
Trails" 

Location:  Hilton  Casino  and 
Resort,  Reno,  NV 
This  bi-annual  conference  is  one  of 
the  largest  of  parents  and  families 
in  the  U.S.  Topics  will  include 
Strategies  for  Addressing  Challenges 
of  Diversity  and  Culture,  Legal 
Rights  and  the  System,  Professional 
Relationships  and  Partnerships, 
Community  Resources  and 
Collaboratives  and  Innovative 
Programs  and  Strategies. 
Contact:  Cheryl  Dinnell,  NV 
Parent  Network  Coordinator, 
UNR-REPC/285,  Reno,  NV  89557; 
720-784-4921,  ext.  2352  or 
E-mail:  Cdinnell(Sscs.unr.edu 
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BEHIND  THE  SCENES  WITH  NFAP5 


THE  REGIONAL  FORUM 

REGION  2  NJ  NY  PR  VI.  5HERI  STANGER  ^^^  ^^^^  ^^^^  ^^^^  ^^  ^             ^^^ber  and  several  of 

Phone- 914.478^7248;  fax 914-478^1204  ^^ose    parents   attended   the    Institute... In    October   I 

E-mail-ShenMed@aol.com  attended  a  small  Long  Island,  Queens  and  Brooklyn 

Transition  Meeting  for  families  with  children  who  are 

Greetings  from    Region   2.    I    have   been   quite   busy  deaf-blind.  I  was  there  to  introduce  myself  as  the  new 

acquainting  myself  with  my  new  position,  the  regional  Regional    Director   for   Region    2.    The    meeting   was 

membership  and   professionals  in  the  area.  Activities  ^           ^ed  by  NYSTAP,  CBVH  and  the   Helen   Keller 

abound  in  Region  2  and  I  try  to  attend  as  many  as  National  Center  (HKNC). 
possible.  I  have  attended  two  NFADB  Board  Meeting  so 

far    and    realize    how    much    work    goes    into    this  f^^^  j^^^^y  ^^^   ^^w  York:    NJ  and   NY  Summer 

organization.  I  had  the  opportunity  to  talk  with  some  of  ,„stitute:  CHARGE  Association  Family  Weekend,  July 

my  membership  and  hope  to  speak  with  many  more  of  ^7,^5  ^ggg  ^^  ^  collaborative  effort.  Partners  included 

you   in  the  coming  months.   Our  deaf-blind   project  NYSTAP,  the  New  York  Parent  Network  (NYPN),   NJTAP 

directors  and  their  staff  are  responsive  to  our  needs  and  ^^^     ^^^    j^^^^y     p^j^^      Two-hundred-six     family 

here  is  a  list  of  recent  and  upcoming  events.  Some  are  ^.embers,    children    and    professionals    attended    the 

collaborations  between  the  two  states.  institute.  I  attended  as  a  parent  with  my  daughter  Megan, 

5    years    old,    who    is    deaf-blind    due    to    CHARGE 

New  Jersey:  New  Jersey  Usher  Syndrome  Forum  was  Association.   Parents     were   involved   in  the  planning 

held  March  19-20.  Eight  to  ten  youths  and  their  families  ^^^^^^  ^^^  ^^-^  ^^^^-^^  ^^^^  ^he  onset.   Plenary  and 

addressed    issues   of  self  determination... The    Prism  ^reak-out  sessions  focused   on   topics  we   requested 

Organization,  Inc.  Renewal  Retreat  was  March  27th  -  including    language    and    speech    development    and 

28  .  Families  of  children  and  youth  with  deafblmdness  intervention  strategies,  feeding  difficulties  and  strategies 

met  for  the  purpose  of  rejuvenating  this  statewide  parent  ^^  overcome  or  use  with  individual  children  to  ease  the 

organization...A  Family  Learning  Weekend  Reunion  is  ^blem,  endocrinology  issues  related  to  physical  growth 

scheduled  for  April  10    for  those  who  have  previously  ^^^  development  and  educational  issues.  The  weekend 

attended    NJTAP    (New   Jersey    Technical    Assistance  ^^^  ^  wonderful  success.   It  was  followed  up  with  a 

Project)  sponsored    Family   Learning  Weekends.   The  ^^^.      CHARGE  Conference  Reunion  on  January  23, 

purpose  of  the  reunion  is  to  review  the  families' PATHS  ^ggg     j^-^   ^^^   ^   ^^^^^   centered    day   to    discuss 

and  action  plan  for  the  future.  successes,  needs,  solutions  and  networking.  A  CHARGE 

family  list  for  NY  and  Nj  is  being  generated. ..Ushers 

New  York:  The  New  York  State  Transition  Partnership  p^^j,    Weekend  sponsored  by  NYSTAP  and  NJTAP  is 

is  a  collaborative  effort  among  NYS  agencies  and  NYSTAP  ^-scheduled  for  August  1 999. 
(New  York  State  Technical  Assistance  Project)  to  create 

transition    services   for   youth    across   the   state.    Co-  |f  |  can  be  of  any  assistance  to  families  or  friends  please 

sponsored     by    the     National     Technical    Assistance  do  not  hesitate  to  contact  me  by  phone  or  e-mail. 
Consortium   (NTAC),      a   New  York  State  Transition 

Institute  was  held  in  Syracuse,  NY  September  9th-11th,  regION  3,  PC  PE  MP  PA  VA  WV.  BARBARA  CAUPILL. 

1998.       The      theme      for      the       meeting      was  Rhone  -  302-456-9664 

"EmploymenL..The  Bottom  Line."  The  Institute  brought  ^.^^y/.  BarbeeAnn2@aol.com 
together  counselors  of  the  blind,  supported  by  the  New 

York   State   Commission    for  the    Blind   and    Visually  Here's  what's  happening  in  Region  3: 

Handicapped   (CBVH),  and  counselors  for  the  deaf,  DELAWARE:  The  deaf-blind  program,  NTAC,  and  other 

supported     by     the     New     York     State     Education  ^^^^^   i^gders  joined   forces  to   begin   field   testing  a 

Department-Office    of    Vocational    and    Educational  community   employment   initiative   for   persons   with 

Services  for  Individuals  with  Disabilities  (VESID).  This  was  5^^^^^  disabilities,  including  deaf-blindness.  The  field  test 

the  first  time  that  these  counselors,  who  serve  those  who  ^j||    ^e   conducted   with    3-4   local   teams  who   are 

are  deaf-blind,  attended  a  meeting  together.  At  the  committed  to  finding  community  work  opportunities  for 

current  time,  there  are  six  Regional  Transition  Teams  in  (Continued  on  page  1 4) 
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individuals  with  severe  disabilities.  Each  team  will  be 
formed  from  the  network  of  family,  friends,  and 
professionals  that  currently  surround  the  student  with  the 
support  of  the  cooperating  organizations.  The  teams  will 
support  the  individual  throughout  the  process  of 
achieving  successful  community  work.  The  first  training 
was  held  on  February  9th.  Bill  Sharpton,  Ph.D., 
University  of  New  Orleans  will  share  his  knowledge  and 
experiences  in  working  with  students  with  significant 
disabilities  in  community  employment  settings. 

MARYLAND:  A  family  steering  committee  has  been 
formed  in  Maryland.  This  committee,  which  consists  of  a 
core  team  of  seven  families,  are  meeting  on  a  regular 
basis  for  the  purpose  of  providing  input  to  the  Maryland 
project.  Opportunities  for  other  families  to  participate  on 
committee  will  be  available  in  the  future. 

In  May  of  1998,  the  Maryland  Jaycees  adopted  the 
CHARGE  syndrome  project  for  their  community 
development  program.  In  January  1999  there  was  a 
national  meeting  of  the  United  States  Chamber  of 
Commerce  in  Washington,  D.C.  A  program  entitled  "The 
Ten  Outstanding  Young  Americans  Program,"  which  is 
part  of  the  national  meeting,  approved  CHARGE 
syndrome  projects  as  a  "library  status  program."  This 
means  that  every  state  has  an  option  to  adopt  and 
establish  CHARGE  syndrome  programs  within  their  own 
state. 

Susan  Appeli  is  CHARGE  syndrome  program  manager 
for  the  state  of  Maryland.  Bruce  Appeli  is  a  board 
member  of  the  National  CHARGE  Syndrome.  Please 
contact  the  Appells  at  410-272-3839  for  further 
information  about  their  work  with  the  Chamber  of 
Commerce  and  their  local  Jaycees. 

The  West  Virginia  projects  held  a  meeting  in  March  for 
parents  whose  children  are  transition  age.  Thirty-six  of 
the  state's  109  children  who  are  deaf-blind  are 
considered  "transition  age,"  12  and  up.  The  agenda 
addressed  issues  such  as  waivers,  Medicaid,  adult 
services,  mental  health,  housing  options,  supported 
living,  in-home  independent  living,  and  supported 
employment. 

PENNSYLVANIA:  In  February,  there  was  an  interactive 
workshop  via  video  conference  entitled  "Attaching 
Meaning  to  Experiences  Through  Literacy"  featuring 
presenter  Terry  Rafalowski-Welch. 


There  was  a  Family  Learning  Day  on  March  20,  1999. 
This  was  an  interactive  workshop  for  person-centered 
planning,  "Dare  to  Dream"  featuring  facilitators  Lori 
Sutton  and  Rick  Boyle.. .The  spring  Vision  Conference 
was  held  April  28-30  at  the  Hershey  Holiday  Inn. ..On- 
going study  groups  are  available  to  parent,  educators, 
and  others  who  may  be  interested.  Study  groups  meet 
monthly  via  a  telephone  conference  call  to  discuss 
resource  materials  and  application  to  their  child  or 
student.  The  Pennsylvania  Deaf-Blind  project  supports 
groups  by  sponsoring  the  conference  calls  and  by 
providing  resource  materials  and  facilitators. 

VIRGINIA  Together  We  Can  (TWC)  hosted  another 
family  weekend  January  12-17.  Nine  families  gathered  at 
Camp  Easter  Seal-East  in  Milford,  Virginia.  Dr.  Jerry 
Petroff,  Director  of  the  New  Jersey  Deaf-blind  Project, 
facilitated  the  weekend.  Families  continued  discussions 
about  forming  a  statewide  parent  support/advocacy 
group.  Jerry  was  very  helpful  in  providing  additional 
information  to  the  group  regarding  Prism,  The  New 
Jersey  Parent  Group.  He  also  shared  results  from  his 
research  on  what  happens  to  youth  who  are  deaf-blind 
once  they  exit  school.  While  the  information  was  quite 
alarming,  it  also  served  as  a  reminder  that  families  need 
to  start  very  early  looking  at  adult  services  for  our  kids. 
The  kids  had  a  wonderful  time  playing  ball,  swimming 
and  many  other  activities.  TWC  will  begin  team  training 
with  several  counties  during  the  upcoming  year.  The  first 
training  was  March  1 2,1 999  with  Terry  Rafalowski-Welch 
and  Chigee  Cloninger. 

The  G**"  Annual  Summer  Institute  will  be  held  June  28-July 
2,  1999  at  the  Rodlyn  Conference  Center  in  Richmond, 
Virginia.  Presenters  for  this  year  include  the  returning 
dynamic  Canadian  duo,  Carolyn  Monaco  and  Cheryl 
Ramey.  Jerry  Petroff  has  agreed  to  return  and  facilitate 
the  Positive  Behavior  Support  strand.  For  additional 
information  on  any  of  these  events  or  project  info.  Please 
call  Anne  Malatchie  at  804-828-8593  or  Gwen  Williams 
at  804-828-6926. 

REGION  4A,  AL  PL  G^  MS,  NANCY  ANN  SHERMAN. 

Phone/fax-228-255-5995 

E-mail  NAnnSherm@aol.com 

Hello,  from  Region  4A.  Mike  and  I  are  proud  to 
announce  the  birth  of  our  second  little  advocate,Mary 
Helen,  on  April  26th.  Big  brother  Michael  and 
grandparents  Frank  and  Jimmie  Campbell  are  all  very 
excited! 

(Continued  on  page  15) 
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(Continued from  page  14)  community  and  will  be  a  "beginning"  for  training  and 

ALABAMA:  The  data  for  The  Alabama  Deafblind  Registry  exploration  for  your  family  member.  There  is  limited 
is  collected  at  University  of  Alabama  at  Birmingham  and   space  this  year,  but  more  training  will  be  provided  for 
reported   to  the  Alabama   Deafblind   Coalition   each   those  who  apply.   If  you  are  interested,  call   1-888- 
quarter.  This  past  year,  UAB  was  one  of  the  pilot  sites  for  childDB  for  more  information, 
new  methods  of  data  collection.  The  successful  portions 

and  the  Items  requiring  changes  were  presented  in  The  Alabama  Deafblind  Project  staff  invite  you  to 
Washington,  DC,  so  that  the  new  form  for  1999  will  participate  in  an  interactive  statewide  parent  and 
constitute  a  thorough  questionnaire  for  ail  states  and  professional  teleconference  at  a  site  near  your  home, 
territories.  You  should  have  received  your  form  In  early  The  sites  are  available  through  the  Alabama  Intercampus 
March.  If  you  wish  to  register  someone,  you  may  call  Interactive  Telecommunications  System  and  you  can  talk 
1-888-chlldDB.  Remember,  anyone  can  register  an  to  the  speakers  from  your  site.  If  you  are  interested  in 
individual  on  the  Alabama  Deafblind  Registry!  participating,  please  contact:  Dr.  Mary  Jean  Sanspree, 

Alabama     Deafblind      Project^      UAB     School     of 
Through  many  different  funding  sources,  UAB  provides  Optometry,  1716  University  Boulevard,  Birmingham, 
an     annual     Summer     Learning     Institute,     regional   AL  35294, 1888-childDB. 
educational   opportunities  for  parents  and   families, 

research  about  training  needs,  and  statewide  arts  and  FLORIDA:  A  group  of  Florida  parents  held  their  second 
cultural  activities.  Combining  teacher  and  parent  training  meeting  in  February  to  form  a  parent  network.  A  retreat 
creates  a  unique  connection  for  UAB.  The  Summer  for  parents  is  in  the  process  of  being  planned  for  later  this 
Learning  Institute  is  the  graduate  teacher  training  entity  year.  For  more  information  on  this,  contact  Melinda 
of  the  summer  camps  on  the  main  campus  of  the  Helen  Morrison  at  1-800-667-4052. ..The  Florida  Outreach 
Keller  School,  Alabama  School  for  the  Blind,  and  E.H.  Project  for  Individuals  with  Deaf- Blindness,  Programs  in 
Gentry  Technical  Facility.  This  is  an  intensive  summer  Communications  Sciences  and  Disorders,  Nova 
training  in  sensory  Impairments.  AIDB  provides  the  Southeastern  University  and  South  Region  ATEN 
housing  and  classroom  space  so  that  the  program  Is  cost  presented  a  free  workshop  "Creating  Individual 
effective  for  participating  parents  and  teachers.  My  Educational  Programs"  with  Chlgee  Cloninger,  Ph.D.  in 
parents  and  I  have  participated  In  this  program  and  March.  The  workshop  was  based  on  the  C.O.A.C.H. 
found  It  very  helpful.  It  provides  a  wonderful  opportunity  (Choosing  Outcomes  and  Accommodations  for  Children) 
for  future  professionals  in  deaf-blindness  to  interact  with  process  for  students  with  significant/multiple  disabilities, 
parents  and  for  parents  to  have  influence  on  these  It  Included  the  following  topics:  development  and 
people  early  in  their  careers.  For  more  Information  call  implementation  of  lEPs;  instructional  strategies  and 
1-888-childDB.  curriculum    content;     service     provider    and     family 

collaboration;  meaningful  parent  involvement;  learning 
Summer  Chill  Out,  held  at  the  Birmingham  AIDB  regional   outcomes  in  general  education  settings;  development  of 
center,  is  a  weekly  camp  for  blind  and  deafblind  children   schedules   for   multiple   settings;   and    an   assessment 
age   2   to    14   years.   Alumni   of  the   camp  serve   as   framework, 
counselors  for  work  experience.    If  you   live   in   the 

Birmingham  area,  or  outlying  counties,  you  may  register  MISSISSIPPI:  Mississippi  Services  for  Children  and 
by  calling  1-888-childDB.  Young  Adults  with  Deaf-Blindness  initiated  the  Regional 

Resource  Partnership  In  February  1997.  There  have  been 
This  past  fall,  fourteen  people  participated  in  training  three  trainings  statewide  with  support  from  families,  state 
about  housing  for  the  adult  who  Is  deaf-blind.  Guided  by  leaders  In  Rehabilitation  Services,  Developmental 
the  Helen  Keller  National  Center  in  New  York,  parents.  Disabilities,  the  Department  of  Mental  Health,  the 
professionals,  and  community  support  persons  learned  Department  of  Education,  Parent  Partners,  Local  School 
about  programs  offering  opportunities  for  housing  and  Districts,  and  other  state  agencies.  Upcoming  activities 
began  the  journey  to  designing  a  plan  for  independent  are  currently  being  planned.  For  more  information, 
housing  as  defined  for  each  person  involved.  The  first  please  call  Theresa  Pender  at  1-800-264-5135, 
session  was  very  successful  and  will  be  the  foundation  for 

two  more  formal  family  and  community  workshops.  We  In  February  1999,  I  was  part  of  a  group  that  met  with 
are  looking  for  families  who  are  interested  in  planning  Mississippi  Services  for  Children  and  Young  Adults  with 
future  independent  living  opportunities  for  a  person  who  Deaf-Blindness  and  service  providers  from  the  Gulf  Coast 
is  deafblind.  The  training  will  be  available  in  your  home  (Continued  on  page  1 6) 

Mews  Prom  Advocates  for  Deaf-Blind  15  Spring  1999 


(Continued  from  page  15) 

to  establish  a  Regional  Resource  Partnership.  John 
Eisenberg  from  NTAC  attended  the  meeting  to  help 
this  group  get  started.  The  group  already  has  plans  to 
provide  support  to  two  families  on  the  Coast. 

If  I  can  be  of  assistance  to  you  or  if  you  have 
information  you  would  like  included  in  my  next 
regional  director  article,  please  contact  me  at  25449 
Pecan  Road,  Pass  Christian,  MS  39571  or  by  E-mail 
at  NannSherm(a)aol.com 

REGI0N4B,  TN  KY  NC  SC  HENRI  CLARK 
Phone:  931-645-1138;  Fax  931 -906-431 7 
E-mail:  UXZH83A@PRODIGY.COM 

Greetings  Everyone!  CLARKSVILLE,  TENNESSEE 
WILL  RISE  FROM  ITS  RUBBLE.  The  1999  tornado 
that  visited  our  city  during  the  early  hours  of  January 
1st  caused  over  $73  million  dollars  of  damage. 
Broken  limbs  and  branches,  unidentifiable  debris, 
damaged  roof,  lack  of  utilities  for  a  few  days  were 
the  extent  of  our  damage.  However,  we  are  thankful 
because  it  could  have  been  much  worse. 

If  there  are  events  that  you  would  like  to  publicize 
about  the  deaf-blind  community,  please  submit 
them  to  me.  Looking  forward  to  seeing  many  of  you 
in  upcoming  conferences  this  spring.  SPECIAL 
NOTE:  North  Carolina  deaf-blind  community  -  I 
want  to  visit  and  meet  with  you.  Please  contact  me. 
TN  SC  and  KY-during  the  next  10  months,  I  will  be 
visiting  you.  I'm  looking  forward  to  visiting  each 
state  at  least  once  this  year. 

REGION  5,  IL  IN  OH  MI  MN  WI„  LINPA  SYLER. 
Phone  -  330-832-8251;  fax  -  330-832-1348; 
E-mail-  syler@sssnetcom 

Michigan:  The  Michigan  Association  for  Deaf- 
Blind  is  under  the  leadership  of  Judith  Smith.  This 
past  year  they  were  busy  revitalizing  the  parent 
organization  and  providing  more  parent  support.  In 
September  of  1998,  they  held  a  family  retreat  in 
Lansing  and  collaborated  with  the  Deaf-Blind 
Project  and  NTAC  to  develop  a  core  group  of  parent 
leaders  in  the  state  who  represent  all  ages  and 
etiologies  of  deaf-blindness.  This  group  will  continue 
to  meet  through  1999  to  develop  activities  and 
strategies  to  improve  parent  support  and  training  in 
Michigan. 


Minnesota:  The  Minnesota  CHARGE  Conference  for 
families  with  Dr.  Davenport  was  held  March  20,  1999...A 
Family  Enrichment  Weekend  will  be  held  May  7-9,1999 
in  Northern  Minnesota.. .The  Summer  Transition  Program 
for  teens  with  vision  and  hearing  loss  will  be  held  June 
12-30.. .The  Helen  Keller  annual  picnic  will  be  June  27  in 
Minneapolis.. As  part  of  the  Family  Internet  Connection, 
ten  used  computers  have  been  donated,  refurbished  and 
placed  in  homes.  A  family  directory  has  been  compiled  as 
well  as  a  four-page  WWW  Resource  guide.  For  more 
information,  contact  Sally  Prouty  at 

MNDB@skypoint.com. 

Wisconsin  and  Ohio:  The  parents  of  Wisconsin  and 

Ohio  now  have  access  to  a  printed  listing  of  resource 
materials  from  the  lending  library  at  the  Great  Lakes  Area 
Regional  Center  for  Deafblind  Education.  The  materials 
include  books,  videotapes,  cassettes,  curricula,  toys, 
edited  books,  training,  conferences  and  much  more. 
Parents  and  anyone  working  with  individuals  with  deaf- 
blindness  will  find  the  resource  booklet  invaluable. 
Contact  Great  Lakes  Regional  Center  at  1-800-299-0844 
if  interested. 

REGION  6  AR  LA  NM  OK  TX,  PE3BIE  ETHRIPGE 
Phone/fax  -  501-795-1803 

Arkansas:  INSITE  provided  training  last  fall  for  parent 
advisors  who  work  in  the  home  with  families  of  children  0 
-  5  with  deaf-blindness.  The  training  was  developed  by 
SKI*H1  Institute  of  Utah  State  University  at  Logan.  This 
was  our  fourth  training,  and  we  are  planning  for  our  5th 
annual  training  next  fall.  We  hope  to  send  two  people  to 
Utah  this  summer  to  be  trained  as  trainers,  to  build  our 
capacity  to  put  on  the  training  using  in-state  trainers. 

The  census  is  due  in  May.  Arkansas  counts  1 27  children 
as  deaf-blind  although  a  great  many  more  are  counted  as 
having  multiple  disabilities  rather  than  being  deaf-blind. 

Our  annual  parent  training  is  scheduled  for  April  23-24  at 
Little  Rock.  We  are  able  to  provide  onsite  babysitting/ 
respite  care  for  parents  who  attend,  as  well  as  providing 
lodging  and  all  meals. The  topic  this  year  is  "How  the 
Changes  in  the  IDEA  Affect  Parents'  Input  into  the  lEP.' 
Last  year,  about  10  parents  attended.  We  hope  more  will 
join  us  this  year.. .The  Arkansas  Networking  Consortium 
on  Deafblindness,  an  interagency  group  with  consumer 

(Continued  on  page  J  7) 
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(Continued from  page  J 6)  The  Helen  Keller  National   Registry  has  listed   712 

and  family  representation,  is  planning  its  second  training  Texans  with  deaf-blindness.  The  Region  6  Regional 
on  effective  practices  for  teaching  students  with  deaf-  Representative  for  HKNC  is  C.C.  Davis  who  can  be 
blindness,  NTAC  is  assisting  us  with  this  series  of  three  reached  at  972-490-9677  (V/TTY)  or  e-mail: 
trainings.  The  first  was  held  in  October  and  the  topics  ccfutbol@aol.com  The  Texas  Commission  for  the 
were  communication  and  personal  futures  planning.  In  Blind  which  provides  rehabilitation,  vocation,  transition 
May,  the  topics  will  be  "Overview  of  Deafblindness"  and  and  children  services  reports  350  Texans  who  are  deaf- 
Instructional  Strategies  for  Students  with  Deafblindness."  blind  on  their  client  rolls.  The  supervisor  of  the  Deaf- 
Blind  Program  is  Randy  Feille.  You  can  reach  him  at 
Barbara  Haynes,  Project  Education  Consultant,  and  I  512-459-2575  (V/TTY).  Steve  Schoen  of  the  Texas 
attended  NTAC's  grant  proposal  writing  workshop  Rehabilitation  Commission's  Deaf-Blind  with 
recently  held  in  San  Diego.  We  are  now  working  on  Multiple  Disabilities  Medicaid  Waiver  Program 
writing  our  proposal  for  the  next  four-year  funding  cycle,  reports  100  young  adults  and  adults  presently  being 

served  in  various  residential  settings  with  30  additional 
We  have  been  working  closely  with  the  Arkansas  School  people  on  the  waiting  list.  Steve  can  be  reached  at 
for  the  Deaf  to  help  them  improve  their  programming  512-424-4185  (V),  512-424-4167  (TTY)  or  e-mail: 
forstudentsin  the  deaf-blind  program  there.  We  are  also  steve.schoen@rehab.state.tx.us  All  of  the  above 
involved  with  an  interagency  committee  that  is  working  agencies/organizations  (including  6  others  not  listed)  are 
on  transition  for  a  student  in  the  deaf-blind  program  at  members  of  the  TX  Interagency  Task  Force  for  Future 
the  school  for  the  deaf,  which  should  ultimately  result  in  Services  which  marked  its  20th  anniversary  this 
developing  a  transition  procedure  for  other  students  in  February.  Randy  Feille  and  Pat  McCallum  are  Co-Chairs, 
that  program.  This  student  is  the  first  in  that  program  to 
reach  transition  age  and  to  be  facing  graduation.  REGION  7,  lA  K5  MO  NE,  KURT  KAVANAUGH 

Phone  913-383-8828;  fax  913-383-1683 
Texas:    The    Texas    statewide    family    organization,  f-'"ai7-/fs/fav(gcs/x.com 
DBMAT,  will  hold  its  27th  Annual  Family  conference  in 

October.  DBMAT  is  in  the  process  of  creating  a  web  Things  are  going  well  for  me  and  the  rest  of  my  family, 
page  and  developing  a  retreat  for  siblings  ages  9-1 8.  The  '^^  '^'8  "^^s  is  that  Tyler  received  a  cochlear  implant  on 
TX  Deaf-Blind  Census  reports  they  have  identified  775  January  14,  1999.  He  is  doing  beautifully  so  far.  We 
school  age  children  who  are  visually  and  hearing  ^ave  had  only  one  complication  and  it  appears  to  be 
impaired  in  212  of  the  state's  1042  school  districts.  The  clearing  up.  I'll  keep  you  posted  on  his  progress  as  the 
DBMAT  Board  is  brainstorming  ways  to  reach  out  to  all  implant  is  activated, 
of  these  families.  For  more  information  re:  DBMAT 

contact  Pat  McCallum  at  972-287-1904  (v&f);  e-mail:  Kansas:  The  latest  news  from  Kansas  is  the  development 
DBMATpjm@aol.com  of  *he  report  by  Cynthia  Thomas  on  the  state  of  families 

of  children  who  are  deaf-blind  in  Kansas... Teresa  Coonts 
The  TX  Deafblind  Project  held  a  Chat  &  Chew  Meeting  of  NTAC  almost  has  the  Kansas  Parent  Directory 
on  March  4th  in  Austin,  where  key  players  from  across  completed  and  it  should  be  available  by  Spring.. .The 
the  state  connected  and  chewed  on  the  possibilities  of  ^sher  Screening  Manual  is  now  available.  For  those 
collaborating  in  regionalizing  efforts  to  meet  family  and  interested  in  purchasing  a  copy,  they  are  $10.00  each 
professional  needs.  Several  parents  participated  in  this  ($5.00  for  orders  over  20).  Contact  Trisha  Bunting, 
planning  session  initiated  to  assist  the  project  in  writing  Kansas  State  Department  of  Education.  1 20  SE  1 0'*"  Ave., 
their  new  grant  proposal.  The  TX  DB  Project  is  also  in  Topeka,  KS,  66612. 
the  process  of  collaborating  with  the  states  of  UT  and 

MN  on  a  project  which  will  include  an  important  role  for  *owa:  A  statewide  survey  went  out  in  early  February  to 
DBMAT.  The  TSVBI  Outreach  Teams  publish  the  See-  all  the  families  in  Iowa  who  are  on  the  deaf-blind  census. 
Hear  Newsletter.  For  more  information  on  TX  DB  ^^is  will  be  a  tremendous  opportunity  for  families  to  let 
Project  at  TSVBI  contact  Kate  Moss  at  512-206-9224  or  ^^eir  voices  be  heard  so  that  programs  and  services  can 
e-mail:  moss  k@tsb1.tsbvi.edu  ^^  tailored  to  their  needs.. .Thanks  to  jane  Guy,  ten 

families    attended    the    Parent-Educator    Connection 
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February  1-2.  This  meeting  provided  an  opportunity  for  TERRITORIES,  BARBARA  RYAN 
group  discussion  to  help  improve  the  education  of  Phone/fax  -  760-752-8624 

youngsters.  Funding  has  been  provided  for  these  ^  warm  welcome  to  Cathy  Kirscher  who  recently 
families,  as  well,  by  the  Iowa  Deafblind  Project.  Finally,  ^^^  o"  board  as  the  new  Regional  Representative  for 
the  Outcomes  Group  (a  group  of  parents,  educators,  the  HKNC  Region  IX  office.  Cathy  has  been  involved  in 
and  related  agencies)  is  working  on  a  grant  to  help  guide  ^he  field  of  deaf-blindness  since  1981  and  has  her 
the  Iowa  Deafblind  Project  into  the  2f' century!  Masters  degree  in  counseling  with  a  specialization  in 

rehabilitation  counseling  for  persons  who  are  deaf.  You 
On  March  7,  1999,  The  Miracle  Worker  was  presented  can  contact  Cathy  at  her  office  at  6160  Cornerstone  Ct. 
by  the  Missouri  Repertory  Theater  in  Kansas  City  at  7:00  E,  San  Diego,  CA,  by  phone  619-623-2777,  ext  389; 
p.m.  This  particular  performance  was  narrated  so  that  ^TY  619-646-0784;  Fax  619-642-0266  or  E-mail 
the  patrons  who  are  visually  impaired  could  enjoy  it  as  ckirscher@mail.cspp.edu 
well.  As  a  side  note,  we  took  Tyler  and  his  brother 

Matthew  to  the  Rep's  presentation  oi  A  Christmas  Carol  The  Low  Incidence  Support  Network  (LISN)  is  up  and 
when  they  also  provided  an  auditory  interpretation  to  running.  For  information,  parent-to-parent  support  and 
the  play.  We  were  able  to  attach  Tyler's  FM  system  so  resources  to  families,  care  providers  and  professionals  in 
he  could  enjoy  the  show  as  well.  I  was  excited  to  see  the  California,  call  the  toll  free  number  1-877-268-8272. 
number  of  people  with  visual  impairments  (and  some  ^^  ^or  LISN,  JoAnn  De  Jaco  or  Nancy  Cornelius. 

with  hearing  impairments)  who  attended. 

California  Deaf-Blind  Services  (CDBS)  is  sponsoring  a 

I  look  forward  to  hearing  from  you  with  any  comments  workshop  in  several  locations  throughout  the  state, 
or  happenings  from  Region  7.  Take  care  and  keep  in  "Growing  Together:  Understanding  the  Emotional 
touch.  Kurt  Kavanaugh,  9246  High  Drive,  Leawood,  KS  'mpact  of  Disability"  will  be  conducted  by  Marlyn 
66206.  Minkin,  a  counselor  and  a  consultant  who  has  a  wealth 

of  experience  working  with  children  who  are  deaf-blind 
REGION  e>.  CO  MT  ND  SP  UT  WY.  YVETTE  TANNER  and/or  have  multiple  disabilities,  their  families  and  the 
Phone -970-882-7391;  fax -970-882-7769  professionals  who  serve  them.   She  has  worked   in 

e-mail:  ytanner@fone.net  clinical,  educational  and  early  intervention  settings  for 

over  30  years.  Professional  workshops  are  scheduled  for 
Colorado:  The  two  and  a  half  day  1998  Summer  April,  family  trainings  in  April  and  May.  For  registration 
Institute  on  Deafblindness  held  in  Winter  Park  in  1998  and  other  information,  contact  Jackie  Kenley  at  800- 
was  great  fun.  It  was  well  attended  by  service  providers  822-7884,  ext.  21  (v/TTY). 
from  all  across  the  state.  Millie  Smith  and  Robbie  Blaha, 

who  work  at  the  Texas  School  for  the  Blind,  presented  CDBS  is  also  presenting  an  interactive  satellite  training: 
on  "Using  Observation  Tools  to  Design  Effective  "Learning  to  Communicate:  Strategies  for  Interacting 
Instruction  for  Students  with  Deaf-blindness."  To  check  with  Infants  whose  Multiple  Disabilities  Include  Vision 
out  the  workshop  notebook,  contact  Sheryl  at  303-866-  and  Hearing  Loss."  Presenters  are  Deborah  Chen, 
6605.  It  has  fabulous  handouts  that  you  are  welcome  to  Ph.D.,  and  Gretchen  Hester,  parent  of  a  three-year-old 
duplicate!  child    with    vision    and    hearing   loss.    Strategies   for 

Montana:  Would  you  like  to  share  stories  and  ideas  beginning  communication  will  be  demonstrated  by  the 
with  other  families?  Would  it  help  you  to  ask  questions  presenters  and  through  videos.  Viewers  will  have  the 
of  someone  else  who  has  been  in  your  family's  opportunity  to  call  in  questions  to  the  presenters  during 
situation?  The  Montana  IDEA  Services  for  Children  and  the  telecast.  On-screen  sign  language  interpretation  of 
Youth  with  Deaf-Blindness  Project  would  like  to  help  the  real-time  captioning  will  be  presented.  If  you  want 
connect  families.  We  need  you  to  tell  us  what  would  to  be  a  downlink  viewing  site  or  would  like  assistance  in 
work  best  for  your  family.  Please  contact  Francisco  locating  a  nearby  site,  please  call  Maurice  Belote  at 
Roman,  Office  of  Public  Instruction/Bureau  of  Special  800-822-7884,  ext.  23;  out  of  state  callers  415-239- 
Education,  PO  Box  202501 ,  Helena,  MT  59620-2501 .     8089.  A  tape  of  the  telecast  will  also  be  provided. 
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REGION  10,  AK  IP  OR  WA  MOLLY  COULTER 

Phone/faX'907'696-4689; 

E-mail-  coulters@alaska.net 

Things  should  be  getting  in  gear  throughout  each 
state,  as  the  grant  proposals  for  funding  the  state 
deaf-blind  projects  should  be  coming  out  soon.  This 
is  a  perfect  time  to  contact  your  state  project  director 
and  provide  input  as  to  what  services  and  supports 
your  family  would  find  the  most  helpful.  Following 
each  state's  information,  I  will  include  the  state 
project  director's  name  and  address. 

ALASKA:  June  Downing,  Ph.D.,  offered  a  weekend 
seminar  February  20-21,  1999  during  the  Alaska 
Statewide  Special  Education  Conference  which 
focused  on  adapting  curriculum  to  meet  the  needs  of 
students  with  multiple  disabilities,  especially  those 
with  dual  sensory  impairments. 

Lilli  Nielsen,  Ph.D.  will  be  offering  an  intensive 
seminar  on  August  9-11,  1 999  in  Anchorage.  Lilli  is 
internationally  recognized  for  her  work  with  young 
children  who  are  visually  impaired  and  multiply 
impaired  -  developing  materials,  methods,  and 
equipment  to  help  these  children  actively  explore 
their  environments.  The  class  is  designed  for  parents 
as  well  as  teachers  and  other  professionals.  For  more 
information  contact  Alaska  project  director  Sara 
Gaar  at  the  Special  Education  Service  Agency, 
2217  East  Tudor,  Suite  1,  Anchorage,  AK  99507 
e-mail  sgaar@sesa.org.  There  will  be  affordable 
housing  available  through  the  University  of  Alaska 
Anchorage  or  contact  me,  Molly  Coulter,  and  I  will 
try  to  arrange  ho^isirtg  through  NFADB  members  in 
the  Anchorage  area;  -^^-^ ;.    j 

Idaho:  March  12-13  Gwen  Whiting  a 
psychotherapist  conducted  a  workshop  entitled 
"From  Grief  to  Growth:  Parent-Professional 
Partnership".. .The  summer  institute  this  year  will  take 
place  on  June  14-17,  1999.  Donna  Lehr,  Ph.D.  will 
speak  on  "Educating  Students  with  Special  Health 
Care  Needs."  She  will  be  in  Idaho  Falls  on  June 
14-15  and  in  Boise  on  June  16-17.  For  more 
information  contact  Idaho  project  director  Robin 
Greenfield,  Center  on  Developmental  Disabilities, 
University  of  Idaho  Boise  Center,  800  Park  Blvd, 
Suite  200,  Boise,  ID  83712,  phone:208-364-4012 


Oregon:  In  Oregon,  Jay  Gense  writes  that  several  parent 
representatives  are  involved  in  the  initial  planning  stages, 
and  will  continue  to  assist  the  Oregon  Dept.  of  Education 
with  the  new  grant  application.  Parent  input  is  requested 
as  Jay  says  there  is  a  critical  need  for  expanding  parent 
support  services.  Please  contact  him  with  input  at  the 
address  below. 

In  addition,  the  Oregon  Deafblind  Project  is  working 
cooperatively  with  Washington  State  Services  for  Children 
with  Deaf-Blindness  to  explore  "networking"  opportunities 
for  parents  of  children  who  are  deaf-blind  from  both 
states.  At  this  point  the  planning  is  preliminary  and  more 
information  will  be  available  as  it  is  developed. 

The  Oregon  Deafblind  Project  will  again  sponsor  several 
parents  to  attend  the  state  "Wagon-Wheel"  conference  in 
Bend,  Oregon.  Parents  who  have  participated  always 
speak  positively  of  information  shared  and  friends  made. 
The  Project  will  also  be  sponsoring  at  least  two  parents  to 
attend  the  Lilli  Nielsen  seminar  this  summer  in 
Anchorage.See  above  for  more  information.Jay  Gense, 
Oregon  Project  Director,  Oregon  Department  of 
Education,  255  Capitol  St.  NE,  Salem,  OR  97310; 
phone  (503)378-3598  x626. 

Washington:  The  Pilgrim  Fir's  Retreat  (family  weekend)  is 
scheduled  for  April  23-25.  It  should  be  a  great  opportunity 
to  meet  new  faces  and  renew  old  friendships.  There  was 
also  a  great  weekend  held  in  conjunction  with  Usher's 
Syndrome  in  October.  Carrie  Masten,  former  NFADB 
Region  10  director,  attended  and  was  able  to  offer  a 
parent's  perspective  to  the  meeting.  She  said  it  was  great! 

For  an  opportunity  to  provide  input  in  the  new  grant 
proposal,  please  contact:  Marcia  Fankhauser, 
Washington  Project  Director,  Puget  Sound  Educational 
Service  District,  400  SW  152  Street,  Burein,  WA 
98166  (206)439-6937. 

Please  feel  free  to  contact  me  if  I  can  be  of  assistance  to 
you.  Send  your  questions,  suggestions  or  comments  by 
phone,  fax  or  E-mail  as  listed  above,  or  to  my  home 
address:  20346  New  England  Drive,  Eagle  River,  AK 
99577. 
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SUPPORT  THE  NFADB! 
INDIVIDUAL  MEMBERSHIP  CATEGORIES 

REGULAR:  any  person  who  is  deaf-blind,  their  parent,  guardian  or 

family  member. 

D  One  Year  $15     OThree  Years  $30     O    Lifetime  $100 

PROFESSIONALyASSCX:iATE:  individuals  interested  in  supporting 

tiie  mission  and  purpose  of  the  Association. 

□  One  Year  $15     OTiiree  Years  $30     D    Lifetime  $100 

ORGANIZATIONAL:  any  established  parent/family  organizations 
interested  in  supporting  the  mission  and  purpose  of  the  Association. 
a  One  Year  $100    D  Three  Years  $250 

a  SCIHOLARSHIP:  I  am  an  individual  who  fits  the  Regular 
membership  category  and  am  requesting  a  "scholarship"  to  receive 
tiie  newsletter  for  a  one  year  period. 

ONLY  REGULAR  MEMBERS  ARE  ENTITLED  TO  VOTE  AND  ARE 
ELIGIBLE  FOR  ELECTION  TO  OFFICE 

ALL  MEMBERS  AUTOMATICALLY  RECEIVE  OUR  NFADB 
MEMBERSHIP  KIT  AND  OUR  TRI-ANNUAL  NEWSLETTER 

CONTRIBUTING  SPONSORS:  ttiose  involved  by  reason  of 
monetary  or  other  gifts  of  value  to  the  Association, 
a  Contributing  Sponsor  -  $ 


Name: 

Address:. 
City: 


Phone:( )_ 


State: 


FAX:(    ). 


Zip:. 


Information  about  person  who  is  deaf-blind 

Name  

Birthdate:   


Relationship  to  you:  

Cause  of  deaf-blindness 


I  give  permission  to  share  my  name  with  other  families 
whose  children  have  similar  etiologies  or  disabilities. 
nVes    nNo 

I  give  permission  to  include  the  above  information  in  a 
"Members  Only"  directory.    □  Yes    DNo 

NFADB  Newsletter  is  also  available  by  request  in 
BRAILLE,  on  disk  (WP5.1)  or  LARGE  PRINT. 

Please  return  with  check  or  money  order  payable  to 
"NFADB"  to:  NFADB/Membership,  111  Middle  Neck 
Road,  Sands  Point,  New  York  11050-1299. 
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Meet  ijoMK  JSoard  Members!! 

Compliled  by  Pat  McCallum,  Secretary 


As  mandated  by  our  by-laws,  we  recently  solicited 
inees  for  the  positions  of  Regional  Directors  in  even 
bered  regions,  President  and  Treasurer.  None  of  the 
mbents  were  challenged.  Therefore  at  our  General 
ibership  meeting  in  August,  the  incumbents  were  installed, 
vould  like  to  introduce  you  to  our  full  board: 

EXECUTIVE  COMMITTEE 
;IDENT:   Ralph  Warner 

Ralph  and  his  wife,  Candy,  reside  in  East  Greenville,  PA. 
'  have  three  children,  Ralph,  IV,  Jill  and  Adam,  10,  who  is 
-blind.  Ralph  IV  is  part  owner  of  a  software  company  in 
lotte,  NC  Jill  is  a  junior  at  Georgia  Tech  and  Adam 
mutes  with  his  mom  to  attend  day  classes  at  the  PA  School 
he  Deaf.  Ralph  was  a  member  of  the  Design  Team  for 
DB,  former  vice  president,  and  is  beginning  his  second  term 
IFADB  president.  As  president,  Ralph  is  a  member  of  all 
mittees  except  the  Nomination  and  Board  Development 
mittee.  He  has  been  an  active  advocate  for  children  with 
)ilities  and  their  families  since  the  birth  of  Adam.  The 
ners  host  an  annual  get-together  at  their  home  for  parents  of 
Iran  with  disabilities. 

:  PRESIDENT:  Peg  Pedersen 

Peg,  a  registered  nurse,  and  her  husband  Joe,  a  retired 
:ator,  have  resided  in  Naperville,  IL  for  27  years.  Peg  and  Joe 
he  parents  of  Craig,  28,  who  is  deaf-blind  from  meningitis 
lives  nearby  in  a  supported  living  program,  and  Eric,  31,  who 
larried  and  resides  in  the  south.  Apart  from  work  and 
icacy.  Peg  enjoys  golfing,  gardening  and  playing  bridge. 

Peg  is  a  board  member  of  Illinois  Advocates  for 
fblind  and  the  consumer  representative  for  the  Illinois 
agency  Committee.  She  was  a  part  of  the  "Dream  Team" 
designed  NFADB,  has  been  a  lifetime  member  and  board 
iber  since  1994.  She  began  as  Region  5  director  and  became 
president  in  1997.  When  asked  why  she  joined  NFADB,  Peg 
Dnded,  "To  add  to  those  voices  that  could  make  a  difference 
to  learn  how  to  be  a  better  advocate  for  Craig."  Peg  is  chair 
IFADB's  By-Laws  Review  Committee,  and  a  member  of  the 
nee  Committee. 

\SURER:  Linda  Syler 

Linda  and  husband,  Jim,  have  resided  in  Massillon,  OH 


for  29  years  and  have  two  children.  Jay,  25,  and 
Jennifer,  24,  who  is  deaf-blind.  Linda  joined  NFADB  in 
1997  and  was  Region  5  director  before  becoming 
treasurer  in  1999.  Linda  joined  NFADB  to  band 
together  with  other  families  who  have  similar 
challenges.  She  is  chair  of  the  Finance  Committee,  co- 
chair  of  the  Conference  Committee  and  a  member  of 
the  Education  and  Information  Committee.  Linda's  goal 
is  to  help  in  the  continued  growth  of  NFADB  as  a 
powerful  resource  and  voice  for  families. 

Her  advocacy  work  includes  being  a  member 
of  the  Deaf-Blind  Technical  Assistance  Program  for  the 
state  deaf-blind  project  and  a  board  member  for  the 
Great  Lakes  Area  Regional  Resource  for  Deaf-Blind 
Education,  Deaf-Blind  Outreach. 

SECRETARY:  Pat  McCallum 

Pat  has  lived  in  Seagoville,  TX  for  28  years.  She 
is  mom  to  Jon,  35,  who  is  deaf-blind  with  multiple 
disabilities  due  to  congenital  rubella  syndrome,  and  to 
his  two  older  siblings,  Norman  and  Darrell.  Although 

(BOARD  continued  on  page  4) 
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The  National  Family  Association  for  Deaf-Bund  (NFADB) 
supporting  persons  who  are  deaf-blind  and  their  families. 
A  non-profit  national  family  organization  established  in  1994. 
The  philosophy  of  the  Association  is  that  "individuals  who  are 
deaf-blind  are  valued  members  of  society  and  are  entitled  to  the 
same  opportunities  and  choices  as  other  members  of  the 
community." 

NFADB  EXECUTIVE  BOARD 


Ralph  Warner 

President 

Peg  Pedersen 

Vice  President 

Linda  Syler 

Treasurer 

Patricia  McCallum 

Secretary 

REGIONAL  DIRECTORS 

Region  1 

CTMAMENH  Rl  VT 
Elizabeth  Corthouts 
860-633-0042 

Region  6 

ARLANMOKTX 

Debbie  Ethridge 

501-795-1803 

Region  2 

NJ  NY  PR  VI 
Sheri  Stanger 
914-478-7248 

Region  7 

lAKSMONE 
(open) 

Region  3 

DC  DE  MD  PA  VA  WV 
Barbara  Caudill 
302-456-9664 

Region  8 

COMTNDSDUTWY 
Yvette  Tanner 
970-882-7391 

Regions  4A  &  4B 
4A  -  AL  FL  GA  MS 

Nancy  Ann  Sherman 

228-255-5995 

4B-KYNCSCTN 

Region  9 

AZCAHINV 

Trust  Territories 

Barbara  Ryan 

760-752-8624 

(open) 

Region  5 

IL  IN  OH  Ml  MN  Wl 
Vicky  Keller 
507-775-6376 

Region  10 

AKIDORWA 

Molly  Coulter 

907-696-4689 

Regional  Director  Coordinator  -  Patricia  McCallum 
International  Liaison  -  Clara  Berg 
Special  Advisors  -  Sharon  Hueck,  Joseph  McNulty,  Steve 
Perreault,  Nancy  O'Donnell 

Newsletter  Editor-Nancy  O'Donnell 

Editorial  and  Technical  Support-Patricia  McCallum,  Vicky  Keller 

and  Allison  Burrows 

Newsletter  Committee-Patricia  McCallum,  Vicky  Keller 

Published  three  times  a  year.   Deadlines  for  articles  are  January 
1 5,  May  1 5  and  September  1 5.  Please  address  all 
correspondence  to:   NFADB  Newsletter  Editor,  111  Middle 
Neck  Road,  Sands  Point,  NY  11050-1299.  Voice/TTY:  (8:45  a. 
m.  -  4:30  p.m.,  EST)  800-255-0411,  Ext.  275;  Fax:516-944- 
5984 

Th'6  publication  is  supported  in  part  by  the  Helen  Keller  National  Center, 
Sands  Point,  NY  and  the  Hilton/Perkins  Program  of  Perkins  School  for  the 
Blind,  Watertown,  MA.  The  HiltonA'erkins  Program  is  funded  by  a  grant 
from  the  Conrad  N.  Hilton  Foundation  of  Reno,  Nevada.  Opinions 
expressed  in  the  newsletter  do  not  necessarily  reflect  the  opinions  of 
NFADB,  HKNC  Of  Hilton/Perkins. 


Board  elections  were  held  at  the  August,  2000,  Gen- 
eral Membership  Business  Meeting  in  Salt  Lake  City.  Please 
acquaint  yourself  with  your  representatives  by  reading  our 
cover  article,  "Meet  Your  Board  Members." 

We  would  like  to  extend  our  appreciation  to  Carrie 
Masten,  who  resigned  from  her  position  as  Regional  Director 
Coordinator,  and  Henri  Clark,  who  completed  her  term  as 
RD  in  Region  4B.  You  will  both  be  missed!  Congratulations 
are  in  order  for  Pat  McCallum  who  is  our  new  RD  Coordina- 
tor... We  are  still  looking  for  RDs  for  regions  4B  and  7.  If  you 
or  someone  you  know  is  interested,  please  have  them  con- 
tact us  at  NFADB@aol.com  or  through  our  toll-free  line  800- 
255-0411,  ext.  275. 

The  lEP  book  is  a  "work  in  progress."  We  have 
enlisted  the  help  of  a  seasoned  writer  with  hands-on  knowl- 
edge in  the  field  of  deaf-blindness.  She  is  pulling  the  infor- 
mation together  and  putting  it  into  a  "family  friendly"  for- 
mat. I  will  be  working  closely  with  her  to  make  sure  that  the 
book  specifically  addresses  the  needs  of  parents  of  children 
who  are  deaf-blind. 

Please  join  our  listserv  at  NFADB.org.  You  can  post 
questions,  messages,  suggestions  or  just  send  out  a  general 
hello.  Everyone  who  has  signed  up  for  the  listserv  will  auto- 
matically receive  your  posted  message  and  can  respond  to 
you  either  through  the  listserv  or  through  your  individual  E- 
mail  address. 

If  you  want  to  participate  in  our  chatroom,  you  must 
be  a  member.  A  membership  application  is  on  the  last  page 
of  the  newsletter.  Members  use  a  password  to  sign  into  the 
chatroom,  where  they  engage  in  conversations  with  others 
who  have  signed  in  at  the  same  time.  Topics  of  discussion 
are  determined  by  those  who  are  in  the  room.  The  listserv 
and  chatroom  can  create  a  sense  of  community  among  fami- 
lies across  the  country. 

We  would  like  to  thank  NTAC  for  providing  training 
in  "Transitions-They  Happen  All  the  Time"  at  the  parent 
conference  in  Salt  Lake  City.  The  sessions  were  informative 
and  practical.  Networking  opportunities  were  built  in 
throughout  the  conference  schedule  and  participants  had 
ample  opportunity  to  chat  with  each  other  on  subjects  of 
their  choice. ..This  year,  the  NFADB  conference  committee 
organized  a  raffle  during  the  NFADB  sponsored  Mary  Marga- 
ret O'Donnell  Social.  Hearty  laughter  and  shouts  of  glee  ech- 
oed throughout  the  room  as  many  folks  won  small  gifts 
brought  by  other  participants.  Our  thanks  to  Nancy  Ann 
Sherman  and  Linda  Syler  for  organizing  this  activity. 
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BXPBCrATlONS 

by  Clara  Berg,  Parent,  NY 


A  little  while  ago,  my  husband,  Jake,  and  I 
were  faced  with  the  unfortunate  and  unexpected 
passing  of  his  sister,  Clarissa,  whose  last  wish  was 
to  be  buried  in  Israel.  The  trip  was  arranged  im- 
mediately and  we  had  1 2  hours  notice  before  tak- 
ing off. 

We  had  no  choice  but  to  bring  our  19 
year-old  son,  Kenny,  who  is  deaf-blind.  On  the 
way  to  the  airport,  I  did  a  mental  survey  to  make 
sure  that  everything  had  been  taken  care  of:  1) 
Make  some  business  calls  explaining  I  would  be 
back  in  10  days,  2)  Ask  our  neighbors  to  pick  up 
the  mail  and  newspapers  and  water  the  plants,  3) 
Call  Kenny's  school  and  excuse  his  absence  for 
one  week,  4)  Call  the  Office  of  Pupil  Transporta- 
tion and  the  one-to-one  bus  paraprofessional,  5) 
Call  the  after-school  services  to  cancel  services  for 
one  week... pack... get  ready. 

Sitting  in  the  taxi,  I  took  a  big 
breath  and  said  to  myself,  "Relax,  eve- 
rything is  going  to  be  OK!"  Then,  all  of 
a  sudden,  it  dawned  on  me!  How  is 
Kenny  going  to  react  and  behave  in  the 
airplane  during  the  12  hour  flight?  I 
reassured  myself,  "He  is  going  to  be 
OK." 

Jake's  brother,  Jerry,  had  decided  to  join 
us  and  was  pretty  amazed  about  our  decision  to 
bring  Kenny  with  us.  We  left  NY  at  2:30  p.m.  and 
arrived  in  Tel  Aviv  at  2:15  a.m.,  which  was  8:15 
a.m.  Israeli  time.  Kenny  did  not  sleep  during  the 
flight  but  he  was  fine  and  relaxed,  despite  the  fact 
that  this  trip  was  far  longer  than  any  other  trip  we 
had  taken  in  the  past. 

During  the  morning  hours,  we  fulfilled  the 
mission  that  had  taken  us  to  Israel.  Clarissa  was 
buried  not  far  away  from  Jerusalem.  We  arrived  at 
the  hotel  in  the  afternoon.  We  were  tired  after  a 
sleepless  night  and  tried  to  take  a  nap  but  Kenny 
wasn't  ready.  We  had  been  up  for  about  36  hours 
and  his  adrenaline  kept  him  going.  But  we  were 
exhausted  and  needed  to  rest  up  for  the  evening. 
I  looked  at  Jake  and  said,  "Everything  is  going  to 
be  OK." 

That  evening,  we  had  dinner  with  my 
brother  and  his  family.  As  it  neared  midnight,  we 


"Relax,  every- 
thing is  going 
to  be  OKI" 


were  in  our  hotel  room,  ready  to  collapse.  I  signed  to 
Kenny,  "Wait,  we  are  going  home  to  sleep."  Kenny  felt  his 
hotel  bed  then  wandered  around  the  room  for  a  few  min- 
utes, ready  to  leave  the  room.  Terrible  mistake  on  my  part!  I 
had  signed  "home"  when  I  meant  "hotel."  We  survived  the 
night  and  actually  slept  very  well  for  a  few  hours.  The  next 
morning  at  breakfast,  Kenny  didn't  eat.  We  realized  his 
body  was  still  operating  on  U.S.  time.  Still,  I  said, 
"Everything  is  going  to  be  OK. " 

Kenny  was  more  than  OK.  He  walked  happily  hold- 
ing Jake's  or  my  hand  on  unknown  surfaces,  tried  all  kinds 
of  different  foods  and  drinks,  swam  in  the  pools  and  in  the 
sea,  was  very  affectionate  and  surprisingly  quiet.  During  our 
stay  in  Israel,  Kenny  walked  miles  of  boardwalks  in  Tel  Aviv, 
went  through  the  art  corridors  of  Haifa,  climbed  and 
jumped  steps  in  Massada,  floated  in  the  Dead  Sea  in  Ein 
Geddin,  visited  the  Wailing  Wall  in  Jerusalem  and  kept  me 
company  on  our  shopping  trips  to  the  Shucks  (native  flea 
markets)  in  all  the  cities  we  visited. 

According  to  my  brother,  the  sight  of  Kenny  walk- 
ing, holding  my  hand  in  Jerusalem's  old  market  corridor  was 
very  interesting.  The  wall-to-wall  sea  of  tourists 
moved  aside  when  they  saw  us  coming,  as  if 
"the  Messiah"  was  coming.  I  felt  many  eyes  on 
us  and  I  said  to  Kenny,  "Keep  on  walking.  Every- 
thing is  going  to  be  OK.  You  are  doing  great!" 

The  most  incredible  thing  is  that  I  TRULY 
believed  what  I  was  saying!  Many  people 
stopped  me  on  the  streets  and  asked  me  "his" 
name  so  they  could  include  "him"  in  their  prayers.  Although 
many  years  ago,  I  would  have  thought  of  it  as  offensive  or 
condescending,  now  it  felt  good,  even  cool!  Did  I  grow 
emotionally  in  the  last  few  years?  I  guess  I  did.  I  also  gained 
experience,  talked  to  many  other  parents  and  gained  more 
reasons  to  believe  in  my  children. 

Once  at  home,  it  took  Kenny  about  2  or  3  days  to 
get  over  the  jet  lag  and  the  change  of  routine.  Transition 
went  well  and  Kenny  behaved  like  a  pro. 

The  moral  of  this  story  is  that  if  we  believe  that 
somebody  can  do  or  perform  any  challenge  or  activity,  our 
own  energy  will  open  up  and  give  the  push  needed.  Con- 
centrate your  positive  and  assertive  energy  where  it  is 
needed  and  the  results  will  show!  Everything  will  be  OK! 


INTERNATIONAL  NEWS 
Dav'\d  Heather,  parent  of  a  eon  who  Is  deaf-blind  and  editor  of 
"Vision"  announcec  that  Farente  of  Vision  Impaired  New  Zea- 
land has  established  Its  own  web  site.  Their  newsletter  is 
posted  there  as  well  as  links  to  international  affiliates.  Check 
them  out  atwww.pvl.or^.nz 
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(BOARD  continued  from  page  1)  deaf-blindness,  she  deals  with  the  same  issues  other  parents 

retired  from  her  "real"  work,  Pat  is  a  consultant  to  the  Deaf-  face  every  day.  Sheri  enjoys  talking  with  and  listening  to 

Blind  Multihandicapped  Association  of  Texas,  co-chair  of  the  other  families. 

TX   Interagency   Task   Force,   and    chair  of  the   Consumer 

Advisory  Committee  of  the  Autistic  Treatment  Center,  in  Region  3:  Barbara  Caudlll  DC  DE  MD  PA  VAVW 

whose  supported  living  deaf-blind  group  home  Jon  resides.  Barbara,  a  social  worker,  has  lived  in  Delaware  for 

Pat  is  an  avid  sports  fan,  a  VCR  movie  buff  and  36  years.  She  is  mom  to  Krista,  26,  who  is  deaf-blind.  For 

enjoys  playing  on  Internet  message  boards.  Her  personal  goal  recreation,  Barbara  enjoys  reading,  listening  to  music  and 

is  to  live  long  enough  to  have  every  "T"  crossed  regarding  her  taking  walks. 

children's  future.  Barbara  was  a  part  of  the  Dream  Team  that  designed 

Pat,  a  part  of  the  NFADB  Design  Team,  became  a  NFADB  and  has  been  a  member  and  an  RD  since  1994.  She 

lifetime  member  and  secretary  in  1994.  She  joined  NFADB  joined     NFADB    to    network    with    other    parents    and 

to  be  a  part  of  a  nationwide  group  intent  upon  promoting  professionals  who  have  mutual  interest  in  deaf-blindness.  She 

changes  in  the  service  delivery  system  for  children  and  adults  is    a    member    of    the    NFADB    Nomination    and    Board 

who    are    deaf-blind.    As   secretary,    she    brings    expertise,  Development    Committee.     She     brings    her    practical 

experience  and  organizational  skills  to  the  group,  as  well  as  a  experience  as  an  advocate  for  her  daughter  and  knowledge 

willingness  to  learn  from  others.  of  how  systems  work.  Her  goal  as  an  RD  is  to  work  with 

parents  and  professionals,  encourage  state  parent  groups  and 

NFADB  REGIONAL  DIRECTORS  to  disseminate  information  to  those  who  make  requests. 

Region  1 :  Elizabeth  Corthouts  MA  ME  NH  Rl  VT  Region  4A:  Nancy  Ann  Sherman  AL  FL  GA  MS 

Elizabeth,    a    special    education    tutor,    and    her  Nancy  Ann's  sister,  Sara  Jane,  is  35  and  deaf-blind  as 

husband  Chris,  have  resided  in  Glastonbury,  CT  for  24  years,  a    result   of   congenital    rubella   syndrome.    She    has   been 

Theyareparentsoftwodaughters,AmyElizabeth,  25,  whois  involved    in    advocacy    efforts    for    people    with    sensory 

deaf-blind,  and  Margaret  Mary,  who  is  17.  Elizabeth  is  active  disabilities    throughout    her    lifetime.    She,    her    husband 

in    the    Hartford    Association    for    Retarded    Citizens,    the  Michael,  and  their  children,  Mike,  3,  and  Mary  Helen,  1, 

Connecticut    Parent    Advisory    Center,     Inc.,     and    the  reside    in    Pass    Christian,    MS.    Nancy    Ann    is    a    visual 

Connecticut  Parents'  Association  for  the  Blind  and  Visually  impairment  consultant  in  her  state  and  an  instructor  at  the 

Impaired  University    of    Alabama    at    Birmingham.     Her    volunteer 

Elizabeth  joined  NFADB  over  3  years  ago  following  a  activities  include  sitting  on  the  board  of  the  Biloxi  Lion's 

workshop  on  transition  which  she  felt  was  wonderful.  She  Club,  the  Helen  Keller  Art  Show,  and  the  Main  Street  United 

recognizes  the  importance  of  a  national  organization  in  the  Methodist  Church.  Nancy  Ann  is  also  the  director  of  the  Sea 

dissemination  of  information  and  in  its  ability  to  advocate  for  and    Sun   Camp   for   Blind   and   Visually   Impaired   Youth, 

children  who  are  deaf-blind  and  their  families.  Elizabeth  is  a  A   member  of   NFADB   since    1995,    Nancy   Ann 

member  of  NFADB's  Nomination  and  Board  Development  became  Region  4-A  Director  in  1996.  She  joined  NFADB  to 

Committee.  She  brings  her  experience,  enthusiasm  and  a  remain  informed  on  issues  facing  families  of  people  with 

desire  to  help  others  to  this  position.  deaf-blindness.  She  is  co-chair  of  the  NFADB  Conference 

Committee  and  oversees  the  Siblings  column  in  NFADB's 

Region  2:  Sheri  Stanger  NJ  NY  PR  Virgin  Islands  newsletter. 

Sheri,  a  guidance  counselor,  is  currently  a  stay-at-  'n  her  role  as  RD  she  has  seen  existing  parent  groups 

home  mom  with  Matthew,  3  1/2  and  Megan  who  is  almost  7  8°  through  a  lot  of  changes  and  growth.  She  has  also  seen 

and   deaf-blind    from    CHARGE   Syndrome.    She   and    her  the  establishment  of  two   new  groups.   She  states,   "It  is 

husband,  Neale,  have  resided  in  Hastings,  NY  for  10  years,  important  that,  as  RD,  I  can  have  contact  with  parents  who 

Sheri  is  a  Brownie  Troop  volunteer,  enjoys  downhill  skiing,  are  not  a  part  of  an  established  parent  group."  As  a  sibling, 

drumming  and  reading  ^he  can  help  NFADB  on  issues  concerning  siblings,  as  well  as 

Sheri  has  been  a  member  of  NFADB  since  1998  and  parents.    Her  goal   as   RD   is  to   keep   parents  and   family 

became   Region   2    Director  shortly  thereafter.    She  joined  members  informed  and  connected. 
NFADB    to    learn    more    about    deaf-blindness,    to    stay 

conneded  to  other  families  and  to  keep  abreast  of  pertinent  Region  4B,  KV  NC  SC  IN  is  open. 
legislation.  She  is  chairperson  of  the  NFADB  Public  Relations 

Committee    and    serves    on    the    Nomination    &    Board  Region  5:  Vicky  Keller  IL  IN  OH  Ml  MN  Wl 

Development  Committee.  '^'cky,     an     outreach     coordinator    for    ARC- 

Her  experience  as  a  school  counselor  with  children  Southeastem  Minnesota,  has  resided  in  Byron,  MN  for  17 

and  families  in  the  field  of  deaf-blindness  provided  a  great  years.  She  and  her  husband,  Peter,  are  parents  of  Mariena, 

foundation  for  her  role  as  RD   As  a  parent  of  a  child  with  (board  continued  on  page  6) 
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Compiled  by  Nancy  O  'Donnell,  Editor 

The  topic  of  cochlear  implants  came 
up  last  year  when  I  met  a  parent  at  a  national 
conference  whose  2-year  old  son,  deaf-blind 
from  encephalitis,  had  had  implant  surgery.  I 
was  quite  surprised  to  hear  that  children  that 
young  were  being  implanted!  The  mom  told 
me  how  beneficial  the  implant  was  for  her 
son,  giving  him  vital  information  about  the 
environment  and  possible  speech  information 
as  well.  At  the  Helen  Keller  National  Center, 
one  of  our  staff  members  who  is  deaf-blind 
had  a  cochlear  implant  several  years  ago.  Her 
primary  expressive  method  of  communication 
has  always  been  speech  but  she  had  no  usable 
hearing,  even  with  hearing  aids.  With  her 
cochlear  implant,  her  hearing  is  now  such  that 
she  can  carry  on  simple  conversations 
auditorily  with  colleagues.  She  has  also 
become  much  more  aware  of  activities  going 
on  in  her  environment.  And  recently,  I  learned 
that  a  former  student  of  mine,  a  woman  in  her 
60s  who  is  adventitiously  deaf-blind  and  who 
communicated  with  speech  and  tactile 
fingerspelling,  had  a  double  cochlear  implant 
and  is  now  participating  in  meetings 
auditorily.  So,  what  is  a  cochlear  implant  and 
how  does  it  work? 

Background  Information 

Cochlear  implant  research  began  30 
years  ago  in  France.  Implant  surgery  has  been 
performed  since  the  mid  80s,  at  first  on  adults 
but  now  on  children  as  young  as  18  months. 
As  of  1994,  more  than  10,000  people  had 


been  implanted,  58  of  whom  were  deaf-blind. 

HOW  DOES  IT  WORK? 

A  cochlear  implant  is  an  electronic  device  that  provides 
sound  information  to  those  who  have  a  sensorineural  hearing 
loss  (nerve  deafness)  in  both  ears  and  who  do  not  receive 
adequate  benefits  from  hearing  aids.  To  qualify  for  a  cochlear 
implant,  a  child's  hearing  loss  must  be  in  the  "profound"  range, 
in  adults  in  the  "severe  to  profound"  range. 

Whereas  a  hearing  aid  amplifies  or  increases  sounds 
received  through  the  outer  ear,  a  cochlear  implant  goes  directly 
to  the  inner  ear,  where  the  auditory  nerve  is  located.  "Cochlea" 
is  the  Greek  word  for  "snail."  The  cochlea  in  our  ear  looks  like  a 
snail  shell  and  is  the  size  of  a  pea.  It  is  in  the  innermost  part  of 
the  ear  and  has  3  turns  or  tubes  in  it.  Throughout  the  cochlea 
are  many  tiny  hairs,  each  connected  to  the  auditory  nerve.  Fluid 
movement  causes  different  hairs  to  move,  depending  on  their 
frequency.  The  movement  of  these  hairs  creates  electrical 
information  picked  up  by  the  auditory  nerve.  The  brain 
interprets  the  various  sound  messages  into  something 
meaningful  -  speech  or  an  environmental  noise. 

In  some  individuals,  the  hair  cells  in  the  cochlea  are 
damaged,  destroyed  or  just  never  developed  properly.  Without 
the  movement  of  these  hairs,  "sound  messages"  cannot  be  sent 
to  the  auditory  nerve.  Damaged  or  diminished  hair  cells  cause 
decreased  or  distorted  hearing.  Sometimes,  a  hearing  aid  can 
help  people  with  nerve  deafness.  In  other  situations,  a  cochlear 
implant  may  be  necessary. 

A  cochlear  implant  has  several  parts: 

Worn  outside  the  ear,  the  MICROPHONE  picks  up 
sounds  and  sends  them  to  a  SPEECH  PROCESSOR,  a  pocket 
sized  device  that  is  actually  a  small  computer.  The  speech 
processor  changes  sound  waves  into  a  special  sound  code  to 
help  the  implant  user  hear. 

A  TRANSMITTER  is  magnetically  attached  to  the  mastoid 
bone  behind  the  ear.  It  sends  the  sound  wave  code  to  the  inside 
of  the  cochlear  implant.  Inside  the  ear,  a  RECEIVER/ 
SIMULATOR  picks  up  that  information  and  sends  electrical 
information  to  ELECTRODES,  which  are  implanted  directly  into 
the  cochlea  of  the  ear.  The  electrodes  do  the  work  of  the  hairs. 
The  auditory  nerve  picks  up  the  electrical  information  and  sends 
the  sound  message  to  the  brain.  The  receiver  has  a  magnet  in  it, 
which  holds  the  transmitter  in  place. 

Once  the  implantation  procedure  has  been  completed, 
it  is  followed  by  many  months  of  fine  tuning  the  speech 
processor.   Aural    rehabilitation    must  also   take   place,   which 

(COCHLEAR  IMPLANTS  continued  on  page  1 9) 
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13,  and  Danielle,  9,  who  is  deaf-blind.  She  received  her 
Master's  Degree  in  Developmental  Disabilities  this  August. 
Her  thesis  was  "Children  Who  Are  Deafblind:  Inclusion  in 
the  Home,  School  and  Community  Setting." 


A  member  of  NFADB  since  1998,  Yvette  became 
RD  shortly  thereafter.  She  joined  NFADB  to  learn  more 
about  deaf-blindness  and  to  create  positive  change.  She  is  a 
member  of  the  Conference  Committee  and  Public  Relations 
Committee.  As  an  RD,  Yvette  states,  "I  have  been  a  strong 


Vicky  currently  serves  on  the  Parent  Liaison  Project  -  advocate  and  systems  changer  for  the  past  1 1  years  and  have 
Parent  to  Parent  Regional  Advisory  Council,  MN  Region  10  many  statewide  and  political  connections."  Her  goal  as  an  RD 
Parent  Retreat  Committee,  Dodge/Olmstead  Interagency  is  to  assist  parents  to  become  better  informed  advocates  for 
Early  Intervention  Committee,  FACES-Family  Action  children  and  adults  who  are  deaf-blind,  and  to  assist  in  the 
Collaborative  in  Olmstead  County,  and  the  Community  Care  formation  of  state  parent  groups  within  her  region. 
Network. 

Vicky   became   a   member  of  NFADB  during  the  Region  9:  Barbara  Ryan  AZCA  HI  NV  Trust  Territories 
National  Conference  on  Deafblindness  held  in  Washington,  Barbara  has  resided  in  San  Marcos  and  southern 

D.C.  in  1997,  where  she  learned  that  her  daughter,  Danielle  California    for   many   years.    She    is    mom    to   three   adult 
was    considered     to     be    deaf-blind.     She    states,     "I   daughters,  Theresa,  Doria  and  Cynthia.  Doria,  35,  is  deaf- 
wholeheartedly   believe    in    NFADB's   goals   of  connecting  blind  from  congenital  rubella  syndrome, 
families  to  other  families,  information,  and  professionals,  and  Barbara  was  a   member  of  the  design  team  that 

in  educating  legislators  regarding  deaf-blind  issues."  Vicky  is  a  developed  NFADB.  She  is  a  lifetime  member  and  has  been 
member  of  the  newsletter  committee.  The  attributes  she  Region  9  Director  since  1994.  She  joined  NFADB  because  of 
brings  to  the  RD  position  are  her  experience  in  working  with  its  philosophy  of  supporting  families,  sharing  information, 
and  supporting  families  of  children  with  special  needs,  and  advocacy  and  education.  Barbara  is  a  member  of  NFADB's 
knowledge    of    resources    and    skills    regarding    sharing  Public  Relations  Committee. 

information  with  legislators.  Barbara    brings    her   established    relationships   with 

parents,  professionals  and  organization  within  Region  9,  as 
Region  6:  Debbie  Ethridge  AR  LA  NM  OK  TX  well  as  her  experiences  as  a  parent  and   her  expertise  in 

Debbie  is  a  lifetime  resident  of  Arkansas  and  resides  education,  transition,  adult  services  and  living  options.  She 
in  Bentonville  with  her  husband,  Steve,  and  their  son  feels  that  the  community  of  deaf-blindness  provides  her  an 
Andrew,  who  is  10  years  old  and  deaf-blind.  She  is  a  special  opportunity  to  proudly  serve.  Her  goals  as  an  RD  are  to 
education  teacher,  president  of  Common  Thread,  a  support  parent/family  organizations,  to  provide  information, 
statewide  organization  for  families  of  people  with  disabilities,  resources  and  referrals,  to  collaborate  with  professionals,  and 
and  serves  on  the  Parent  Advisory  Council  to  Children's  to  encourage  others  to  become  members  of  NFADB. 
Medical  Services.  In  her  leisure  time,  Debbie  enjoys 
camping,  communing  with  nature,  and  being  with  friends.         Region  10:  Molly  Coulter  AK,  ID,  OR,  WA 

Debbie  joined  NFADB  in  1997  and  has  been  Region  Molly,  husband,  Gary,  and  9  year  old,  Scott,  reside 

6  Director  since  1998.  Of  NFADB,  Debbie  said,  "It  is  the  first  in  Eagle  River,  AK.  Molly  is  a  high  school  math  teacher.  She  is 
organization  to  really  address  all  the  issues  we  face.  I  felt  'at  parent  representative  on  the  board  of  the  state  deaf-blind 
home'  at  the  last  national  conference."  She  feels  NFADB  is  a  project. 

great  organization  with  much  to  offer  families.  Debbie  is  a  Molly  has  been  a  member  of  NFADB  since  1995 

member  of  NFADB's  Conference  Committee  and  Finance  and  RD  since  1998.  She  joined  NFADB  to  learn  more  about 
Committee.  Debbie  brings  her  strong  involvement  in  similar  deaf-blindness  and  to  work  with  other  families.  Molly  is  chair 
state  level  organizations  to  her  work  with  NFADB.  Her  goal  of  the  Membership  Committee.  Molly  says,  "I've  relied  on 
as  an  RD  is  to  maintain  contact  with  each  state  level  parent  others  for  support  and  information.  I'm  now  at  a  place  where 
group  and  contact  with  leaders  in  deaf-blindness  within  her  I  hope  to  provide  this  support  to  others."  Her  goal  is  to  help 
region.  families  know  where  to  access  information  and  resources,  to 

provide  support  to  families,  and  to  encourage  other  families 
Region  7, 1 A  KS  MO  NE,  is  open  to  be  involved  in  NFADB.  V 


Region  8:  Yvette  Tanner  CO  MT  ND  SD  UT  WY 

Yvette  has  resided  in  Cortez,  CO  for  1 7  years.  She  is 
married  to  Donnie  and  they  have  two  children,  Savanah,  13, 
and  Tyler,  11,  who  is  deaf-blind.  Yvette  is  the  executive 
diredor  of  the  ARC  of  the  Southwest.  She  sits  on  the  board 
of  Parent-To-Parent,  is  a  Colorado  Developmental 
Disabilities  Planning  Council  member  and  a  parent 
consultant  to  the  state  deaf-blind  projed. 


When  5harin(3  or  copying  information  and 
articles  from  our  newsletter,  please  credit 
News  From  Adi/ocates  for  Peaf-^lind  as  the 
source.  Thanks' 
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ASK    DB - 

.LINK 


...about  LITERACY 

byCail  Leslie,  DB-Link  Information  Specialist 


In  the  midst  of  a  national  crusade  to  improve  reading  DEAF-BLIND  LITERACY  CURRICULUM/  Reid,  Julie.  -- 
and  literacy  rates  for  all  students  in  schools  in  CNIB,  Deaf-Blind  Services:  1996.  Provides  instructional 
America,  parents  of  children  with  sensory  guidelines  and  learning  activities  in  the  areas  of  reading, 
impairments,  developmental  disabilities  or  multiple  writing,  communication  through  conversation,  and 
disabilities  are  left  wondering  what  literacy  means  for  creative  thinking  skills  for  deaf-blind  learners.  Includes 
their  child.  Although  there  is  general  agreement  that  instructional  considerations  for  deaf-blind  students  and 
literacy  is  a  critical  life  skill,  not  all  of  the  answers  are  techniques  for  adapting  and  creating  materials  Contact: 
in  on  what  literacy  means  for  students  with  Deaf-Blind  Literacy  Program,  CNIB,  Deaf-Blind  Services, 
disabilities  or  how  best  to  teach.  This  is  certainly  true  1929  Bayview  Ave.,  Toronto,  Ontario,  M4G  IE8:  Phone: 
for  students  who  are  deaf-blind,  where  strategies  416-480-7404;  fax:  416-480-7699;  TTY:  416-480-8645. 
may  be  drawn  from  a  number  of  areas.  Following  are 

some  recent  additions  to  the  DB-LINK  collection  as  BEGINNING  WITH  BRAILLE  :  Firsthand  Experiences  with 
well  as  resources  that  staff  have  found  useful  in  a  Balanced  Approach  to  Literacy/  Swenson,  Anna  M.  ~ 
directing  parents  and  professionals  to  information  on  AFB  Press:  1999.  Offers  guidelines  and  activities  for 
literacy  practices  and  policy.  promoting   literacy  at   the    beginning   stages   of   Braille 

instruction.  Oriented  toward  a  whole  language 
SUPPORTING  THE  DEVELOPMENT  OF  LITERACY:  philosophy;  includes  a  chapter  on  teaching  Braille  to 
Texas  Focus  Conference/  Breeding,  Susan  M.Ed.  ;  students  with  multiple  disabilities.  Appendixes  include 
Barnett,  Gwen,  M.Ed.  1999.  A  compilation  of  templates  for  simple  books,  record  forms  and  checklists, 
picture  books,  activities,  technology  and  resources  to  and  Braille  worksheets  for  sighted  children.  Available  from 
assist  in  the  development  of  literacy  for  children  who  AFB  Press,  Customer  Service,  P.O.  Box  1020,  Sewickley, 
are  deaf-blind.  Gives  recipes  and  detailed  activities  PA  15143.  Phone:  1-800-232-3044.  fax:  412-741-0609. 
for  use  in  the  classroom  or  at  home.  Publisher's    web    site:        http://www.afb.org/catalog99/ 

catalog.html 
LITERACY  FOR  PERSONS  WHO  ARE  DEAF-BUND/ 

Miles,  Barbara.  DB-LINK:  2000.  Discusses  the  CONNECTING  THE  DOTS:  A  Parent's  Resource  for 
importance  of  literacy  for  persons  who  are  deaf-  Promoting  Early  Braille  Literacy/  American  Foundation  for 
blind,  the  social  function  of  literacy,  and  the  the  Blind  (AFB).  2000.  Fact  sheets  and  resource  lists 
conditions  necessary  for  the  development  of  literacy,  include:  the  Braille  alphabet  and  numbers,  definition  and 
Contact:  DB-LINK.  Complete  text  available:  http://  description,  tips  for  promoting  Braille  literacy  skills, 
www.tr.wou.edu/dblink/literacy.htm  creating  tactile  books,  sources  for  Braille  children's  books 

and  magazines,  a  list  of  organizations  that  promote  Braille 
TEACHING  BRAILLE  TO  DEAFBLIND  STUDENTS/  literacy,  sources  of  adapted  materials.  Copies  available: 
Ford,  Denise.  -  Sense  East:  1996.  A  teaching  National  Literacy  Program,  AFB,  100  Peachtree  Street, 
program  designed  to  introduce  students  with  deaf-  Ste.  620  Atlanta,  GA  30303;  Phone:  404-525-2303.  Also 
blindness  and  little  or  no  formal  language  skills  to  AFB's  Information  Center  at  1-800-232-5463  or  NAPVI 
basic  reading  skills.  Includes  pre-Braille  skills,  office  1-800-562-6265  or  Publisher's  E-mail: 
teaching  tactile  discrimination,  early  reading  skills  to  literacy@afb.net 
link  Braille  with  objects,  reading  Braille  letters  and 

introducing  simple  Braille  words  and  sentences.  THE  GIFT  OF  EARLY  LITERACY:  For  Young  Children 
Accompanied  by  a  teaching  video.  Contact:  Sense  Who  Are  Deaf  or  Hard  of  Hearing  and  Their  Families  / 
East,  72  Church  Street,  Market  Deeping,  Watkins,  Sue  Ed. D.  /  SKI-HI  Institute.  -  HOPE,  Inc.  1999. 
Peterborough  PE6  SAL,  Phone:01 778344921,  fax:  Includes  discussions  and  visuals  with  information,  ideas, 
01778  380826.  and    activities    for    parents,     family    members,    early 

(LITERACY  continued  on  page  8) 
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(LITERACY  continued  from  page  1) 

intervention  providers  and  others  who  are  interested  in 
promoting  literacy  in  this  population.  Publisher's  web  site: 
http://www.hopepubl.com/ 

STARTING  WITH  ASSESSMENT:  A  Developmental 
Approach  to  Deaf  Children's  Literacy  /  French,  Martha  / 
Gallaudet  University.  2000.  Based  on  the  premise  that 
effective  instruction  must  be  geared  toward  each  student's 
learning  needs,  this  text  provides  a  way  to  assess  needs, 
describe  skills  and  determine  instructional  goals  for  deaf 
children.  Publishers  website:  http://clerccenter.gallaudet.edu/ 
Products/happening.html 

9TH    SYMPOSIUM    ON    LITERACY    AND    DISABILITIES: 

University  of  North  Carolina  at  Chapel  Hill:  2000.  Annual 
symposium  on  literacy  and  disabilities  featuring  a  diverse 
group  of  speakers.  Topics  include  augmentative 
communication,  emergent  literacy,  inclusive  education, 
writing  instruction,  reading  instruction,  children's  literature, 
and  assistive  technology.  Available  on  the  web  at:  http:// 
www.alliedhealth.unc.edu/lit2k/ 

Online  Resources: 

AFB's    National    Literacy   Program    &    Braille    Resources 

http://www.afb.0rg/i_res.html#braille 

Products  for  teaching,  organizations  and  other  classroom  and 

community   resources   as   well    as    materials   and    contacts 

generated    from    AFB's    National    Braille    Literacy    Mentor 

Project. 

Links  to   Literacy,   Disability,  and  Technology  Websites 

http://www.gac.  edu/'^dkoppenh/links.  html 

Includes   breakdowns   by   disability   and    age,    conferences 

curriculum  and  personal  narratives. 


Guide  to  Braille  Literacy  Resources 

http://www.growingstrong.org/blind/brailIe.html 
Products    that    support    Braille    technologies    as 
curriculum. 


well    as 


Deafness  and  Literacy 

http://www.educ.kent.edu/deafed/010701a.htm 
Comprehensive,  question  and  answer  format  about  skills  and 
abilities.  Good  links  to  additional  resources. 

DB-LINK  welcomes  your  suggestions  and  looks  forward  to  your 
requests.  To  contact  us:  800-438-9376  (Voice);  800-854-7013 
(TIY);  Mail:  DB-LINK,  Teaching  Researcii,  345  N.  Monmouth 
Avenue,  Monmouth,  OR  97361;  E-mail:  DBLINK@tr.wou.edu; 
Internet:  www.tr.wou.edu/dblink/  ff 


International  Special  Interest 

Qroup  Formed  on  Congenital 

Rubella  Syndrome 

Nancy  "Scoop"  CDonnell, 

Coordinator  of  Rubella  Survey, 

Helen  Keller  National  Center 

Through  Deafblind  International  (DBI,  for- 
merly known  as  the  International  Associa- 
tion of  Deafblind),  a  special  interest  group 
has  been  formed  on  the  topic  of  congenital 
rubella  syndrome.  Representatives  from  the 
Nordic  countries,  England,  Canada,  the 
United  States  and  other  countries  are  talk- 
ing and  sharing  information,  articles,  re- 
sources, questions  and  answers  about  this 
population,  including  late  onset  manifesta- 
tions. I  am  so  excited  to  have  been  invited 
to  join  this  group!  I  have  begun  compiling  a 
mailing  list  -  E-mail  and  Snail  mail  -  of  in- 
terested parties  in  the  U.S.  who  would  like 
to  be  notified  of  information  as  it  becomes 
available.  Right  now,  most  of  the  group's 
contact  Is  through  E-mail, 

Please  contact  me  if  you  would  like  to  be 
put  in  the  loop  or  if  you  have  information  to 
share.  My  E-mail  address  is  HKRegis- 
try@aol.com,  or  you  can  contact  me  at  the 
Helen  Keller  National  Center,  111  Middle 
Neck  Road,  Sands  Point,  NY  11050;  1-800- 
255-0411,  ext.  223.  5f 


(FAMILY  JOURNAL  continued  from  page  10) 

Our  oldest  son  is  an  RN.  charge  nurse 
on  the  surgery  floor  at  a  nearby  hospital.  His  3 
children  are  in  college.  Our  younger  son  is 
transportation  director  of  a  school.  He  can  do 
anything,  but  really  loves  the  ham  radio.  His  2 
children  are  still  in  grade  school  and  granddad 
and  grandma  still  watch  them  when  needed. 

We  will  accept  Jackie's  death  when  it 
comes.  Her  stone  is  set  next  to  our  own.  Hers 
reads: 
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F^fnilv(  jovirti^l  --  The  Kcy\nct>ns 

by  Judy  Kennedy,  Parent ,  West  Plains,  MO 


Our  family  journal  starts  in  1965,  when  I  was  became  very  angry,  took  Jackie  and  walked  out.  As  far 

trying  to   become   pregnant  for  the  third  time.   My  as   we    were    concerned,    that   would    never    be    an 

husband  Jack  and  I  already  had  two  precious  sons,  option! 

ages  6  and  4.  We  were  hoping  our  third  child  would  At    age    6,     she     had     her    second     heart 

be  a  girl.  In  February  of  1965,  our  older  son  came  catheterization.  She  didn't  tolerate  that  very  well  and 

home  from  school  with  the  German  Measles.  I  never  the  doctor   recommended    no   further   surgery.    We 

realized  I  hadn't  had  them.  My  younger  son  and   I  agreed.    At    about    the    same    time,    we    took    and 

soon  broke  out  with  the  rash.  A  week  later,  I  realized  I  completed  the  John  Tracy  correspondence  course  for 

was    pregnant.    I    was    2-3    weeks    along    when    I  parents  of  preschool  deaf  children.  Jackie  learned  to 

contracted  rubella.  turn  on   lights  with  the  light  switches  and  until  she 

Jackie  Lynn  weighed  5lbs.,  1 1  oz.  at  birth.  The  became  totally  blind,  she  would  sometimes  flip  the 


doctors  told  us  she  was  "normal." 
We  noticed  her  cataracts  the  first 
day  she  was  home.  Three  weeks 
later,  we  were  on  our  way  to  the 
University  of  Missouri  hospital  at 
Columbia  for  a  total  evaluation. 
She  had  gran  mal  seizures,  a  heart 
murmur,  congenital  cardiac 
disease,  mental  retardation,  and 
microphthalmia  with  cataracts. 
She  could  see  light  and  some 
shapes  and  used  this  vision  very 
well.  She  was  always  obsessed 
with  sunlight  and  poked  her  eyes 
constantly. 

Feeding    Jackie    was    a  ' 

nightmare.  She  would  only  take  a 

little  bit.  Sometimes  she  would  turn  white  and  it  all 


Jackie  Lynn  with  mom,  Judy,  and  dad.  Jack. 


lights  off  and  on  all  night.  As 
far  as  her  education,  we  had 
teachers  come  to  our  home 
through  a  special  program 
but  nothing  was  ever 
accomplished  by  these  visits. 
They  weren't  trained  to  deal 
with  rubella  children. 

Visits  to  the  doctor 
were  a  big  part  of  Jackie's 
life.  She  was  on  seizure 
medication.  Her  vision  and 
heart  needed  to  be 
monitored.  Because  of  the 
many  infections  she 
developed  from  poking  her 
eyes,  the  eye  doctors  tried  to 
eyes.    But  her  vision  was  so 


get  us  to  remove  her 

came  back  up.  At  one  year,  she  only  weighted  11  lbs.,  important  to  her  moving  around  the  house,  we  told 

12  oz.  To  this  day,  she  has  never  chewed  and  only  them    no.    Although    she   enjoyed    the   trips   to   the 

eats  strained  food  fed  to  her.  She  has  never  weighed  medical   center,    check-ups   always   made   her  sick, 

more  than  70  lbs  and  her  teeth  are  very  abnormal.  Many  times,   what  would   start  out  as  a  check-up 

We  were  very  lucky  to  have  a  lot  of  help  from  would  end  up  as  a  hospitalization  for  fever  or  seizures, 

my  husband's  parents.  They  have  always  been  there  to  At  age  12,  Jackie  was  hospitalized   13  times  in   12 

help  with  Jackie  so  we  could  try  to  keep  our  sons'  lives  months.  They  told  us  we  should  just  keep  her  home, 

as  normal  as  possible.  We  had  a  700-acre  dairy  farm  love  her  and  forget  about  check-ups.  We  all  agreed, 

during  the  early  years  and  at  least  we  were  all  home  The  next  ten  years  went  smoothly.  We  were 

and  able  to  work  together.  Jack's  folks  are  now  in  their  voted  "Farm  Family  of  the  Year"  one  year.  Our  sons 

80s  and  still  helping.  Bless  them!  married  and  grandchildren  arrived.  All  accepted  Jackie 

At   age   4,   we   took  Jackie   to   St.    Louis   for  as  just  one  of  the  family.  As  a  stay-at-home  mom,  I've 

hearing  tests.  After  hours  of  brain  wave  testing,  they  been   fortunate   to   have   been    babysitter  for   my   5 

could  only  tell  us  that  if  she  could  hear,  she  couldn't  grandchildren.  Jackie  was  always  in  the  middle  of  us. 

do  anything  about  it.  They  tried  to  get  us  to  put  her  in  Her    toys    and     bottle     were     always     near    the 

an  institution.  They  were  quite  pushy  about  it!   We  (family  journal  continued  on  page  lO) 
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(FAWLY  JOURNAL  continued  from  page  9)  keep  lots  of  magazines  ofi  hand.  Friends  and  neighbors 

grandchildren's.  At  age  34,  she  still  takes  a  bottle.  It's  help.  Mom  and  Dad  are  on  their  knees  picking  up  bits 
her  only  source  of  liquid  and  she'll  only  take  goat's  of  paper  all  over  the  floor  every  day. 
milk.  She  became  allergic  to  cow  milk  at  15,  broke  out  In  the  spring  of  '99,  Jackie  ran  a  low  grade 

in  hives  all  over  her  body,  ran  a  fever  and  became  fever  -  99  to  100  -  for  a  couple  of  days.  Her  fevers  are 
bloated.  Even  though  we  sold  our  dairy  farm  when  she  usually  accompanied  by  seizure  activity  and  then 
was  18,  I  still  milk  goats  355  days  a  year  so  she  gets  her  followed  by  a  deterioration  of  some  sort.  This  time,  she 
fresh  milk.  lost  what  little  control  she  had  of  her  legs.  When  we 

At  age  24,  Jackie  became  extremely  violent,  tried  to  move  her,  she  cried.  She  was  totally  bedridden, 
She  had  always  had  head  banging  and  violent  episodes,  couldn't  sit  up  to  eat.  1  propped  her  with  a  pillow  to 
especially  a  week  before  her  periods,  but  this  was  feed  her.  We  kept  her  turned,  clean,  fed  and  as 
much  worse.  Both  Jack  and  1  couldn't  hold  her  to  keep  comfortable  as  possible.  Once  again,  we  prepared  for 
her  from  harming  herself.  These  frequent  spells  left  us  the  worst.  After  2  weeks,  we  noticed  she  was  starting  to 
totally  drained  and  upset.  It  was  so  bad,  it  sometimes  move  her  legs.  She  would  wiggle  until  she  hung  one  leg 
left  us  crying.  We  talked  to  our  doctor  and  put  her  on  a  off  the  bed  and  touched  the  floor.  The  next  day  she 
mood  altering  drug.  We  really  hated  doing  that  but  it  was  able  to  get  up  by  the  side  of  the  bed.  Once  again, 
worked  and  life  was  much  easier.  she  could  move  around   her  bed,  but  mostly  spent 

Over  the  next  4  years,  Jackie's  health  started   hours  laying  down  on  her  right  side  in  a  fetal  position, 
failing  and   she   became  very  stooped.   We  stopped  which  was  normal  for  her.  Four  months  later,  she  had 
giving  her  the  mood  altering  drug  as  it  was  no  longer  another  low  grade  fever  and  another  episode  of  being 
needed.     She    became    totally    blind    which     was  bedridden,  but  not  so  bad  or  for  so  long  this  time, 
devastating  to  her.  She  no  longer  had  her  guideposts  for  Jackie  turned  34  on  December  1st.  Her  muscles 

getting  around  the  house.  Walking  was  more  and  more  are  deteriorating,.  She  is  still  in  fetal  position  most  of 
difficult  and  it  became  more  difficult  to  get  her  to  eat.  the  time.  I  doubt  she  weighs  over  50  lbs.  We  struggle 
In  1993,  our  doctor  put  her  in  hospice.  We  were  sure  to  keep  bed  sores  away.  She  continues  to  have  trouble 
we  would  lose  her  soon.  She  cried  as  if  she  was  in  a  with  bowel  movements.  Her  heart  is  enlarged  but  there 
great  deal  of  pain.  After  about  6  months  of  this,  though,  is  no  evidence  of  heart  failure.  We  suspect  that  she  has 
she  started  to  get  better.  We  were  all  amazed.  But  Progressive  Rubella  Panencephalitis  but  we  won't 
during  this  time,  she  developed  problems  we  hadn't  subject  her  to  unnecessary  tests  of  any  kind.  We  want 
seen  before.  While  eating,  sometimes,  she  would  start  the  rest  of  her  life  to  be  as  comfortable  as  possible, 
swallowing,    crying,    hiccupping,    gagging    and    then  One  doctor  asked   me  how  long  1   intend  to 

expelling  long  strings  of  mucous.  There  didn't  seem  to  carry  her  around.  I  told  him  as  long  as  she  needed  me 
be  an  end  to  it.  We  learned  to  stop  feeding  her  to.  I  always  carried  her  so  she  wouldn't  be  upset.  We 
immediately  to  avoid  this.  One  time  it  continued  for  never  used  a  wheelchair,  not  even  in  the  hospital.  A 
three  days!  Thank  goodness  she  could  still  take  her  hospital  doctor  once  told  me  it  was  a  hospital  rule  that 
bottle.  Finally,  while  gagging,  a  very  tiny  piece  of  carrot  we  had  to  use  a  wheelchair.  I  informed  him  that  1  also 
came  up.  Since  then,  1  thoroughly  blend  and  strain  all  had  rules  and  mine  would  be  over  his  or  anyone  else's, 
of  her  meat  and  vegetables.  To  this  day,  she  still  gags  1  had  to  be  assertive  many  times.  No  one  else 
once  or  twice  a  week,  and  she  misses  the  rest  of  that  understood  what  we  were  dealing  with.  I  remarked  to  a 
meal.  doctor  one   time   that   it   was   like  Jackie   walked   a 

After  her  health   improved,  we  were  able  to  tightrope  and  it  was  up  to  me  to  keep  her  on  it. 
bring  her  home  with  a  home  health  aide.  We  all  agreed  For  the   past   5    years,   we've   been    letting  a 

that  she  will  be  kept  at  home.  At  this  point,  she  is  so  support  service  aide  help  me  a  couple  of  times  a  week, 
stooped  that  there  isn't  much  room  in  her  lungs  for  air.  Jack  and  I  get  away  for  a  few  hours  and  eat  out.  We 
When  she's  upset,  she's  very  short  of  breath  but  have  been  married  almost  43  years  and  we've  had  a 
unfortunately  she  cannot  tolerate  oxygen.  Her  right  very  rich  full  life.  We've  never  for  one  moment 
lung  has  very  little  capacity.  We  had  some  problems  regretted  our  decision  to  keep  Jackie  home.  Jack 
this  past  year  with  fluid  collecting  in  it.  We  give  her  surprised  me  for  my  last  birthday  with  an  oil  painting  of 
breathing  treatments  and  have  been  able  to  control  it.  Jackie.  It  hangs  in  our  living  room. 
Her  favorite  pastime  has  become  tearing  paper.  We  (family  journal  cont,nued  on  page  8j 
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Ml  in  f  he  FarAily  lncludes.,.S  13 LINGS  TOO 

by  Patricia  Drinnon,  cousin,  MO 


fd  note:  This  article  was  written  by  a  cousin  of  Jackie  Lynn  Kennedy, 
whose  family  is  featured  in  this  edition's  Family  Journal.  Patricia 
wrote  it  on  November  30,1974  when  she  was  15  years  old. 

As  I  sit  in  this  room,  I  wonder  how  it  would  be  if 
life  for  some  would  be  forever.  This  seems  like  a  ridicu- 
lous statement  because  we  know  that  this  is  impossible, 
for  all  must  die  in  due  time.  It  just  seems  to  me  that  it  is 
not  fair  for  some  to  live  pointless  lives,  while  there  is  one 
person  who  deserves  to  live  more.  Everyone  has  someone 
who  they  love  very  much,  and  wish  that  they  could  have 
been  one  who  lived  for  a  long  time.  You  see,  I  wish  that  a 
little  girl  could  live  for  a  long  time. 

This  story  is  not  to  be  one  that  makes  you  feel 
sorry  for  the  girl,  but  one  that  makes  you  happy  that  such 
a  person  could  live  in  our  hearts  and  our  lives  for  at  least 
a  short  period  of  time.  We  feel  that  our  lives  would  not 
be  what  they  are  today  if  this  little  girl  had  not  been  given 
to  us  .  I  cannot  see  my  life  without  a  cousin  like  this  girl. 

This  is  not  just  a  story,  this  is  life!  A  person  -  not 
an  object  that  is  talked  about  and  put  away,  but  a  person 
who  needs  love  and  attention  just  like  any  other  human. 
The  main  thing  is  love! 

This  girl  is  named  Jackie  Lynn.  She  is  blind  and 
deaf.  She  was  born  with  cataracts  on  her  eyes.  The  doc- 
tors thought  they  could  operate  and  help  Jackie  see,  but 
they  were  wrong.  It  didn't  help  at  all.  She  can  just  see 
shadows. 

Within  a  month  of  Jackie's  life,  the  doctors  were 
certain  she  was  a  rubella  child.  Jack  and  Judy  got  a  lot  of 
suggestions  and  implications  about  how  terrible  it  would 
be  to  keep  this  child  out  in  the  world.  The  doctors  felt 
that  she  should  be  put  away  in  a  home... a  place  where 
she  would  be  forgotten  and  not  loved.  A  place  where  you 
could  pretend  that  a  person. ..a  human  being. .a  life. ..had 
never  been  born.  That's  a  home??  How  could  people  be 
so  heartless? 

Jack  and  Judy  are  good  parents.  They  care 
enough  to  show  Jackie  what  a  real  home  is  like.  Jackie  has 
two  brothers.  They  sit  around  and  play  with  her  at  times, 
but  they  continue  their  lives  just  as  if  Jackie  were  normal. 
Normal??  Who  can  sit  back  and  say  what  is  normal?  Per- 
haps what  they  call  "unusual"  people  are  the  normal 
ones.  Everyone  has  something  wrong  with  him.  Some 
can't  walk,  some  can't  see,  some  can't  be  considerate  and 
some  can't  love.  There  is  an  endless  list  of  those  with 
problems,  large  or  small. 


The  year  is  1974,  and  Jackie  is  still  a  sweet  little 
girl.  Some  days  she  gets  to  feeling  so  bad  that  her  loving 
grandmother  and  her  mother  Judy  jump  in  a  car  and 
drive  clear  to  Columbia  University  Medical  School  to  a 
doctor.  Jackie  is  loved  so  much  that  they  can't  even  stand 
to  leave  her  in  the  hospital  by  herself.  So,  they  stay  with 
her.  Jackie  is  their  life,  their  love,  their  child,  a  human  be- 
ing who  has  troubles,  happy  times,  and  her  love  to  share 
with  those  who  love  her  in  return. 

The  doctors  said  that  Jackie  didn't  have  long  to 
live,  but  it  has  been  close  to  nine  years  since  she  was 
born.  She  has  beautiful  long  brown  hair  and  brown  eyes. 
Jackie  loves  to  play.  She  and  her  dad  get  down  on  the 
floor  and  roll  around  and  play.  It's  so  joyful  to  hear  her 
laugh  and  giggle  with  joy.  She  loves  the  warmth  of  the  sun 
on  her  face  and  her  eyes.  She  will  stand  for  hours  just  to 
feel  the  sunshine. 

There  are  still  times  in  Jackie's  life  when  she  be- 
comes very  ill  and  once  more  she  returns  to  Columbia. 
She  is  known  by  a  lot  of  the  doctors  and  nurses.  They  are 
always  ready  for  her  when  she  comes.  When  she  begins 
to  feel  better,  they  come  home.  On  the  long  journey 
homeward,  Jackie  crawls  up  above  the  seat  and  lies  under 
the  large  window  in  the  back,  with  one  leg  hanging  down 
on  the  seat,  and  sleeps  and  enjoys  the  sun.  She's  once 
more  contented,  but  not  completely... not  until  she  is 
home  with  her  family. 

Jackie  will  soon  have  her  ninth  birthday  and,  in 
addition  to  the  material  gifts  she  will  receive,  she  has  the 
one  impossible  to  buy,  what  everyone  needs.. .love.  Jackie 
is  a  rubella  child  and  unable  to  see  or  hear,  but  she  is  able 
to  love.  Jackie  is  a  human,  she  is  part  of  a  family,  a  part  of 
our  life,  and  will  stay  in  our  hearts  forever. 

You  may  ask  if  the  pain  and  heartaches  of  caring 
for  her  are  justified.  Is  her  life  that  important  to  us?  We 
will  answer  emphatically  YES!!  Our  lives  have  all  been  en- 
riched by  the  love  shared  with  this  beautiful  soul  en- 
trusted to  our  keeping,  for  however  short  a  time. 


Siblings!  We  welcome  your  contributions  to  the  family  issues 
discussed  in  this  column.  If  you  would  like  to  respond  to  a 
sibling  story,  share  your  own  or  just  get  something  off  your 
chest,  write  to:  Sibling  Column,  Nancy  Ann  Sherman, 
25449  Pecan  Road,  Pass  Christian,  MS  39571-9276; 
phone/fax:  228-255-5995;  E-mail:  NANNSherm@aol.com 
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Beris  Eulogy 

by  Alison  Rickerl,  Parent,  TX 


My  son,  Benjamin,  who  had  deaf-blindness  in  addition  to  other  disabilities  and  sion  for  all  people.  My  children  have  molded  me  to  be  conf i- 

chronlc  Illnesses,  passed  away  on  Tuesday,  April  4.  Ben  was  deathly  oHerqlc  to     i       .    .  i  .■..       j^      j^      i  i      ^i  in  ■ 

.,.      .,,        .    .  '    .      L,  +  ^4  \  .   J       J-^.-     I         dent  in  my  ability  to  tackle  the  various  hurdles  we  have 

any  milk,  milk  products  or  proteins,  but  a  doctor  prescribed  a  nutritional  sup-  '  ' 

piement  for  him  that  had  milk  proteins  in  it.  His  death  has  been  very  hard  on  faced  in  those  arenas  than  any  Other  experience  I've  ever 

us,  to  say  the  least.  We  miss  him  terribly.  He  was  just  over  three  years  old.  had.   Ben  especially  gave   me  the   COUroqe   to  foce   my  WOrSt 

His  diagnosis  was  Joubert  Syndrome,  an  exceedingly  rare  genetic  disorder,  fg^pg  q^j  ^.^jII  ^^  ^^^  ^est  job  I  COuld  OS  a  mother. 

There  are  less  than  300  documented  cases  of  JS  worldwide  and  Ben  was  the  _,,  tiji-ii  t  iri 

only  one  I  know  of  who  had  deaf-blindness-others  have  visual  impairments.  ^^^^""^  ^  ^^^  children,  I  never  WOuld  have  gueSSed 

but  not  deafness.  the  depth  of  the   love  that  a  mother  could  feel.  Meglyn 

taught  me  how  deeply  a  mother  can  love.  Madison  taught  me 
No  more  oxygen  tanks,  pulse  oxymeters,  and  vile  that  I  can  love  all  children.  Ben  showed  me  how  to  love  all 
medications.  No  more  standers  and  wheelchairs  and  AFOs.  people.  He  has  taught  me  how  to  love  completely  and  self- 
No  more  nebulizer  treatments  and  cleaning  vomit  off  the  lessly. 

carpet.  No  more  late  night  emergencies,  hospitalizations,  Ben  has  moved  me  to  learn  more,  do  more,  be  a  bet- 
tubes,  wires,  and  syringes.  Blessed  relief.  ter  person  than  I  was.  Even  though  he  was  blind,  he  gave  me 
No  more  hugs  and  kisses.  No  more  crooked  smiles,  eyes  to  see  what  I  had  not  seen  before.  Even  though  he  was 
No  more  delighted  full-body  wiggles.  No  more  roughhousing  deaf,  he  taught  me  to  listen  with  an  open  heart  and  mind, 
on  the  floor.  Wretched  grief.  Even  though  he  was  very  sick,  he  gave  me  enormous  strength. 
My  son  died.  Some  say  there  is  no  greater  pain  than  Ben  gave  me  such  joy.  The  smallest  things  gave  me 
to  lose  a  child.  I'm  sure  there  are  many  here  today  who  feel  the  most  enormous  pleasures.  The  brief  m.oments  that  I 
that  pain  every  bit  as  keenly  as  I  do.  Ben  touched  many  peo-  could  hold  his  hand,  the  rare  times  he  was  able  to  hug  back, 
pie  very  deeply.  That  pain  would  not  hurt  so  much  if  the  love  the  times  he  was  able  to  let  me  hold  him  for  hours  at  a  time, 
was  not  so  deep.  There  is  no  greater  love  than  that  of  a  par-  and  even  roughhouse  on  the  floor,  the  beautiful  smiles,  the 
ent  for  a  child.  stiff  wiggle  of  his  body  when  he  was  delighted. ..These  mo- 
Benjamin  was  only  3  years  old  when  he  died.  In  ments  were  better  than  vacations,  promotions,  and  fancy 
three  short  years,  Ben  faced  more  medical  problems  than  parties.  With  his  needs  for  expensive  health  care  and  equip- 
most  people  do  in  75  years  of  life.  He  was  hospitalized  six  ment,  I  knew  I'd  r)ever  drip  with  diamonds  -  better,  I 
times,  rode  the  ambulance  four  times,  and  has  taken  many  dripped  with  joy  and  happiness. 

medications  every  day  for  the  past  2  1/2  years  in  order  to  Because  of  Ben,  I  have  known  complete  joy  and  hap- 

stay  as  healthy  as  possible.  His  disabilities  and  health  impair-  piness.  I  thank  God  everyday  for  sending  him  to  me.  I  believe 

ments  have  hardly  been  conducive  to  a  "normal"  lifestyle,  that  Ben  has  fulfilled  his  purpose  here  on  Earth.  Many  of  us 

Life  has  been  difficult  for  all  of  us  these  past  three  years,  spend  decades  trying  to  do  what  we  are  called  to  do  -  invent 

but  I  would  not  trade  a  second  of  it.  Ben  was  an  incredible  something,  improve  something,  whatever.  Some  never  do  ful- 

gift  of  love  and  I  am  so  grateful  for  the  time  I  had  with  him.  fill  their  calling.  In  just  three  short  years,  Ben  has  done 

Many  years  ago,  I  prayed  for  patience.  So  God  sent  more;  through  him,  souls  are  saved.  Look  around  you  -  feel 

me  Meglyn,  my  first-born.  And  I  learned.  But  I  was  still  dis-  the  love  here.  He  has  touched  each  of  us  deeply  and  we  are 

satisfied  with  my  ability  to  cope  with  such  an  energetic  child,  forever  changed.  To  those  of  you  who  were  afraid  of  his  dis- 

So  I  prayed  for  more  patience  and  God  sent  me  Madison.  Be-  ability  and  health  impairments,  please  let  his  life  and  death 

tween  the  two  of  them,  I  learned  how  to  be  patient  with  all  inspire  you  to  reach  out  to  others  in  need.  To  any  who  are 

kinds  of  children.  But  still  I  didn't  think  I  was  quite  where  I  afraid,  feel  the  strength  here  and  carry  it  out  into  the  world 

needed  to  be.  So  I  prayed  some  more  and  God  sent  me  Ben.  with  you.  If  you  are  lonely,  take  heart  that  it  is  in  the  giving 

That's  when  I  learned  how  to  be  patient  with  adults  too.  of  love  to  others  that  you  learn  to  feel  truly  loved. 

Madison  and  Ben  have  both  brought  into  my  life  such  You  have  all  been  so  kind  to  me  in  the  past  several 

diversity  and  an  understanding  of  the  bigger  picture.  From  days.  The  phone  calls,  cards,  food,  gifts,  flowers,  and  words 

the  moment  five  years  ago,  when  the  ophthalmologist  shook  of  love  and  encouragement  have  lifted  my  spirit  and  helped 

his  head  and  said  my  daughter  would  never  see,  I  knew  life  me  endure  the  grief  of  the  loss  of  my  son.  Thank  you.  I  know 

would  never  be  the  same.  I  was  not  allowed  to  stay  the  same,  you  feel  very  sad  for  me.  But  it  is  that  feeling  -  that  ability 

to  become  stagnant  in  my  abilities  and  thinking.  In  advocat-  to  truly  feel  caring  and  giving  -  that  inspires  the  best  in  all 

ing  for  their  needs  in  the  education,  social  service,  and  medi-  of  us.   Don't  turn  that  off  over  the  next  few  days.  Let  that 

cal  systems,  I  grew  in  every  way.  Meeting  their  needs  has  pain  turn  into  the  glow  of  joy  and  the  ability  to  easily  give  to 

done  more  to  help  me  purge  selfishness  and  pettiness  from  anyone  in  need  at  any  time.  In  that  way,  my  loss  is  not  in  vain 

my  heart,  and  develop  a  deeper  understanding  and  compas-  and  Ben's  life  and  death  will  have  helped  so  many  people.  V 
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•check  it  out 

Products,  services  or  activities  listed  in  News 
From  Advocates  for  Deaf-Blind  do  not  imply 
endorsement  by  NFADB,  HKNC  or  Hilton/ 
Perkins.  They  are  provided  for  informational 
purposes  only. 

t^FREE  BRAILLE  SERVICE 

Hotbraille  is  a  FREE  Braille  service. 
You  can  send  messages  to  anyone 
around  the  world  in  both  Grade  1 
or  2  Braille  and  in  19  different 
languages.  Letters  are  processed 
the  same  day  they  are  entered 
online  and  sent  the  next  day. 
Letters  will  remain  postage  free  as 
long  as  they  are  less  than  4  Braille 
pages  (approx  500  words  or  1.5 
print  pages).  Sending  a  letter 
through  Hotbraille  is  as  private  as 
sending  an  e-mail.  To  sign  up  for 
this  free  service,  go  to:  www. 
hotbraille.com 

•  BRAILLE  BOOKS  AVAIIABLE 
ON  THE  INTERNET 

Library  Users  of  the  National 
Reading  program  for  blind  and 
physically  handicapped  individuals 
access  Web  Braille  on  the  Internet 
using  an  individual  user  ID  and 
password.  Braille  readers  can  read 
their  books  on  the  Internet  with  a 
computer  and  a  refreshable  Braille 
display  or  a  Braille  embosser. 
Almost  3000  Braille  book  titles  are 
available  for  download  or  online 
use.  For  more  information  call 
Robert  Fistick  at  202-707-9279  or 
E-mail  rfis@loc.gov 

•  Do  You  Know  CanDo? 

CanDo.com  is  a  centralized  online 
resource  and  Web  destination  for 
people  with  disabilities.  CanDo 
offers  a  comprehensive  range  of 
products,  resources  for 
employment,  healthcare, 
advocacy,  legislation,  recreation 
and  travel. 


•  NIDCD  WEBSITE  SUPPORTS 
PARENTS 

The  National  Institute  on  Deafness 
and  Other  Communication 
Disorders  announces  a  new 
section  for  parents  on  their 
website  <www.nih.gov/nidcd> 
Fact  sheets  are  available  on 
Communication  Options  for 
Children  Who  are  Deaf  or  Hard- 
of-Hearing;  Speech  and  Language: 
Developmental  Milestones;  and 
Otitis  Media:  Facts  for  Parents. 

•  NEW  TECHNOLOGY 
PERIODICAL  AVAIIABLE 

Access  World:  Technology  for 
Consumers  with  Visual 
Impairments  is  a  new  periodical 
published  by  AFB  Press.  In  each 
issue  are  product  evaluations 
rating  the  latest  hardware, 
software  and  other  technology  for 
people  with  visual  impairments. 
Other  features  include  new 
legislation  trends  and  policy 
developments,  interviews,  helpful 
tips  and  answers  to  technology 
related  questions.  Subscribers  will 
have  access  to  the  periodical  on 
the  web.  The  annual  subscription 
cost  is  $29.95.  For  more 
information,  contact:  The 
Sheridan  Press,  phone:  888-522- 
0220  or  71  7-632-3535. 

•  New  Interpreter  Training 
Curriculum  Coming 

A  team  from  Northwestern 
Community  College  has 
developed  the  "National 
Curriculum  for  Training  Intepreters 
Working  with  Persons  who  are 
Deaf-Blind."  DawnSign  Press  will 
be  publishing  this  project  in  the 
Spring  of  2001.  The  curriculum  is 
designed  to  be  "user  friendly"  and 
will  consist  of  nine  modules  of 
instruction  with  an  introductory, 
intermediate  and   advanced   level 


of  training.  Available  in  regular 
print,  large  print  and  Braille.  For 
more  information,  contact  Barry 
Howland  at  858-625-0600  or  E- 
mail  at  barryh@dawnsign.com 

t^  CALLER  ID  AVAIIABLE  FOR  TTY 
USERS  AND  BLIND  CUSTOMERS 

Bell  Atlantic  (Verizon)has 
announced  the  availability  of  TTY 
Caller  ID  Boxes  for  its  residential 
customers.  Also  available  is  a 
Talking  Caller  ID  Box  which 
announces  the  telephone  number 
of  incoming  calls  without  picking 
up  the  phone.  Call  1-800-974- 
6006  for  more  information  or  visit 
their  website  at  www.BellAtlantic. 
com/Accessibility/register 

t^AFB  PUBLISHES  NEW  BOOKS 

American  Printing  House  for  the 
Blind  announces  "Do  I  Have  a 
Hearing  Loss?";  "Do  I  Need  a 
Hearing  Aid?";  and  "Do  I  Need 
More  Than  a  Hearing  Aid?"  which 
addresses  assistive  devices  and 
cochlear  implants.  The  books  are 
written  specifically  for  adults  who 
are  visually  impaired  and 
experiencing  a  hearing  loss,  and 
are  available  in  large  print,  cassette 
tape  or  Braille.  Contact:  Adult  Life 
Project  Director  at  502-899-2325 

^  IT'S  A  DATE 

^^July24-29,2001 
5th  Deaf-Blind  International 
European  Conference  on 
Deafblindness  :  ''Self 
Determination-A  Life  Long 
Process  '' 

Location:  The  Netherlands 
Contact:  Anneke  Balder,  POB 
222,  3500  AE  Utrecht;  E-mail: 
sdg@worldaccess.nl  or  visit  their 
website:  www. 
deafblindinternational.org 
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REGION  I  ELIZABETH  C0RTH0UT5.  a  MA  ME  NH  RI  VT 
Phone:  860-633-0042;  fax:  860-657-9671 
E-mail:  Corthouts@hotmail.com 

Greetings  from  the  New  England  Region!  We  are 
enjoying  one  of  the  most  beautiful  times  of  the  year 
here  I  had  an  opportunity  to  speak  to  a  Family 
Specialist  from  the  state  of  Vermont.  Her  name  is 
Alison  and  she  is  the  parent  of  a  nine-year  old 
daughter  who  is  deaf-blind.  Alison  serves  on  an 
Interdisciplinary  Team  in  Vermont,  which  offers 
technical  assistance  to  children  and  families 
encompassing  all  disabilities.  The  Vermont  Deaf- 
Blind  Project  is  one  contributor  to  the  VT-1  Team. 
Alison  services  a  group  of  families  and  school 
systems.  She  is  a  part  of  a  statewide  system 
composed  of  five  regions.  The  team  she  serves  on  is 
composed  of  an  Educational  Consultant  who  serves 
as  Case  Manager,  Occupational  and  Physical 
Therapist,  psychologist  and  a  family  resource  person. 
A  special  thanks  to  Family  Specialists  for  all  the 
support  they  provide. 

My  life  is  about  to  change  as  one  of  our  daughters 
will  be  a  first  year  college  student  at  the  University  of 
Vermont  or  UVM  as  it  is  called.  I  will  also  be  working 
as  a  Special  Education  tutor  on  a  full  time  basis  in 
the  fall.  I  look  forward  to  meeting  more  of  you. 

REGION  2,  5HER1  ST  ANGER,  NJ  NY  PR  VI 
Phone:  914-478-7248;  fax:  914-478-1204 
E-maih  SheriMEd@aol.com 

We  continue  to  be  an  extremely  active  region.  The 
past  few  months  have  been  rather  busy  for  my  family 
as  well.  We  finally  moved  into  our  new  home  in 
April  and  we  continue  the  battle  to  get  organized. 
Some  more  good  news  is  that  our  daughter  Megan, 
who  is  deaf-blind  from  CHARGE  Syndrome,  will 
begin  kindergarten  next  year  in  our  local  school 
district  in  an  inclusive  setting.  We  are  a  bit  nervous 
but  very  excited  after  7  years  of  special  education 
settings.  I  hope  your  families  are  well  and  that  you 
have  a  wonderful  and  restful  summer.  Here's  what's 
happening  in  our  region: 

NEW  JERSEY:  In  addition  to  continuing  extensive 
technical    assistance,    the    New    Jersey    Technical 


Assistance  Project  (NJ-TAP)  is  lending  a  voice  to 
systems  change  for  federal  monitoring  of  special 
education  and  self-assessment  in  the  State 
Department  of  Education.  Nj-TAP  also  participates  in 
the  State  Improvement  Grant  and  the  Nj  Special 
Education  Manual  that  is  under  development.  They 
provide  input  for  alternative  statewide  assessment 
and  alternative  state  core  curriculum  as  well. 

NJ-TAP  hosted  a  one  day  CHARGE  Syndrome 
Family  Conference  on  July  9,  2000  in  Jamesburg, 
NJ.  David  Brown  from  SENSE  in  England  will  discuss 
educational  issues  and,  via  modern  technology  Dr. 
Jeremy  Kirk,  an  endocrinologist  from  England,  will 
provide  on-line  medical  discussions. 

PRISM,  NJ's  deaf-blind  family  organization,  hosted  a 
general  meeting  on  Sunday  July  23,  2000.  For  more 
information  on  PRISM  please  contact  it's  president, 
Maria  Halloran,  at  908-21 3-0861 . 

NEW  YORK:  The  New  York  State  Technical 
Assistance  Project  (NYS/TAP)  is  busy  settling  into 
their  new  offices  at  Columbia  University.  According 
to  Mady  Appell,  Project  Director,  they  have  been 
very  busy  providing  technical  assistance  to  many 
families  throughout  New  York  state.  My  family  has 
been  one  of  those  recipients.  They  are  busy  this 
summer  doing  a  lot  of  "housekeeping"  and  hopefully 
the  toll  free  number  will  be  up  and  running  again  in 
the  near  future  (1-800-NYS-TAP1) 

The  New  York  State  Transition  Institute  occurred 
April  10-12,  2000,  in  Syracuse,  NY.  This  is  the  first 
time  rehabilitation  counselors  for  the  deaf  and 
rehabilitation  counselors  for  the  blind  convened  with 
other  providers  and  some  families  to  discuss 
transition  issues.  It  was  sponsored  by  NYS/TAP  and 
the  National  Technical  Assistance  Consortium 
(NTAC).  Pat  Rachal,  Sociologist  and  Chairperson  of 
the  Department  of  Political  Science  at  Queens 
College,  facilitated  the  event.  Jerry  Petroff,  NJ-TAP 
Project  Director,  presented  on  transition.  There  was 
great  feedback  from  the  event  and  another  one  will 
be  planned  for  next  year  with  the  hopes  of  more 
family  representation  from  the  seven  regional  teams. 

(REGIONAL  FORUM  continued  on  page  15) 
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SAVE  THE  DATES:Nj-TAP  and  NYS/TAP  will  sponsor 
a  family  institute  November  17-19,  2000,  at  the 
Woodcliff  Lake  Hilton  in  Woodcliff  Lake,  NJ. 
Institute  Focus:  Inclusion  of  Children  Who  Have 
Sensory  Impairments  in  Regular  and  Special 
Education  Schools.  Contact  NJ-TAP  at  609-588- 
2594  or  NYS/TAP  at  21 2-678-4020. 

I  was  very  happy  to  attend  "Helen's  Walk"  with  my 
family  on  June  4,  2000,  at  the  Helen  Keller  National 
Center(  HKNC)  in  Sands  Point,  NY.  It  was  wonderful 
to  see  such  a  great  turnout  of  over  200  people. 
According  to  Barbara  Hausman,  Director  of  Public 
Relations  at  HKNC,  over  $23,000  was  raised  to 
provide  Support  Service  Providers  (SSPs)  for  current 
and  former  HKNC  students  as  well  as  residents  who 
are  deaf-blind  in  local  communities.  SSPs  provide 
assistance  so  people  who  are  deaf-blind  can  access 
their  community.  Each  year  money  is  raised  for  a 
particular  project.  Anyone  who  lives  in  the  NY 
metropolitan  area  is  encouraged  to  join  the  walk  next 
year.  In  addition  to  the  walk,  they  provided  an 
exhibit  of  new  technology,  activities  for  the  kids  and 
breakfast. 

REGION  3,  BARBARA  CAUPILL,  PC  PE  MP  PA  Vh  WV 
Phone:  302-456-9664;  fax  *51 
E-mail:  Caudillba@aol.com 

Greetings!  I  hope  that  the  heat  and  humidity  hasn't 
been  too  much  for  you  so  far  this  summer. 
Personally,  I  am  enjoying  the  lazy,  hazy  days  of 
summer!  Here's  some  news  from  the  region: 

DELAWARE:  For  the  past  few  years,  a  personnel  prep 
training  program  has  been  supported  by  the  deaf- 
blind  project  in  Delaware.  Classes  have  been  held  in 
the  summer  so  that  teachers  can  take  advantage  of 
this  learning  opportunity.  Recently,  the  University  of 
Delaware  has  decided  to  integrate  these  classes  into 
the  University  curriculum!  They  will  now  also 
financially  support  the  program. 

PENNSYLVANIA:  A  course  entitled  "Important 
Practices  in  Communication  for  Learners  Who  Are 
Deaf-Blind"  will  be  held  at  the  Penn  Station 
Conference  Center  Hotel,  University  Park,  PA,  August 
7-9,  2000.  It  is  sponsored  by  the  PA  Dept.  of 
Education  and  Hand  In  Hand.  CEUs  are  available. 


Please  contact  Nancy  Lehn  at  CISC,  6340  Flank 
Drive,  Suite  600,  Harrisburg,  PA  1  71 1 2-2793. 

VIRGINIA:  Together  We  Can  had  their  7th  Annual 
Summer  Institute,  June  28-30  in  Richmond,  VA.  The 
title  this  year  was  "Hand-in-Hand:  It  Can  be  Done." 

Returning  this  year  were  the  Canadian  dynamic  duo, 
Carolyn  Monaco  and  Cheryl  Ramey.  Carolyn  is  a 
specialist  at  the  Ross  McDonald  School  and  Cheryl  is 
the  director  of  a  Supported  Independent  Living 
Program  for  Youth  with  Deafblindness.  They  provided 
training  for  service  providers,  vision  teachers  and 
parents  of  children  in  early  intervention. 

The  parent  support  group,  Dreamcatchers:  Families 
Whose  Lives  Have  Been  Touched  by  Deaf-Blindness 

received  funding  through  the  Hilton  Perkins  Program. 
They  hosted  a  family  night  for  parents  and 
professionals  attending  the  Summer  Institute  and 
have  been  planning  and  organizing  for  the  upcoming 
year... A  family  weekend  is  being  planned  for 
September  8-10,  2000.  Interested  parents  are 
encouraged  to  contact  Gwen  at  804-828-6926  or  E- 
mail:  gbwillia@saturn.vcu.edu  or  Laura  at  804-828- 
8252  or  E-mail  lroberts@saturn.vcu.edu  The  toll  free 
number  is  1-877-295-7799. 

REGION  4A,  NANCY  ANN  SHERMAN,  AL  PL  GA  MS 
Phone/fax:  228-255-5995 
E-mail:  NAnnSherm@aol.com 

ALABAMA:  The  Alabama  Deaf-Blind  Multi- 
Handicapped  Association  held  their  annual  meeting 
during  the  Helen  Keller  Festival  in  June  at  the 
Alabama  Institute  for  Deaf  and  Blind  Regional  Center 
in  Muscle  Shoals.  Congratulations  to  their  newly 
elected  officers:  Jerry  Barlow,  Pres.,  Shelia  Law,  Vice 
Pres.,  Beverly  Raines,  Sec,  Kathy  Schafer,  Treas. 
Board  Members  are:  Dianne  Barlow,  Jim  Garden, 
Freeman  Gandy,  Jim  Hare,  Jim  Harris  III,  Nadene 
Lindbom,  Patricia  Lynch,  Robert  Newman,  Bob 
Schafer,  William  Tuck. 

FLORIDA:  The  2000  Florida  Outreach  Project  Family 
Retreat  is  scheduled  for  August  25-27  in  Gainesville. 
This  year's  event  will  include  workshops  on  sibling 
issues.  Developmental  Services  Medicaid  waiver,  a 
discussion  group  for  men  and  some  family  activity 
time,  including  a  meeting  of  the  Deaf-Blind  Family 

(REGIONAL  FORUM  continued  on  page  16) 
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Advocacy  Network  (DBFAN)  of  Florida.  As  NFADB's 
regional  director,  I  will  be  attending  this  meeting.  I 
am  looking  forward  to  spending  time  with  this  group. 
Respite  care  and  financial  assistance  are  available. 
Please  call  Melinda  Morrison  at  the  Project  to  discuss 
these  programs,  or  if  you  have  any  questions  about 
the  weekend,  at  1  -800-667-4052. 

DBFAN  recently  participated  in  "Sea  of  Dreams" 
with  the  Autism  Society  of  Florida.  This  was  a  special 
day  at  Sea  World  for  families  affected  by  autism  and 
related  disabilities,  including  deaf-blindness. 
Everyone  had  a  great  time  and  enjoyed  a  catered 
lunch  and  door  prizes.  Look  for  information  about 
this  next  year  in  April. 

DBFAN  also  met  in  June  at  the  Family  CAFE  and  has 
a  new  president  for  this  year,  Barbara  Cuellar.  They 
have  a  grant  from  the  FHilton-Perkins  Foundation  and 
will  be  organizing  activities  soon  to  meet  those 
requirements.  For  more  information  about  DBFAN 
call  Barbara  at  954-438-0480  or  Kathy  Savarese  at 
407-723-0207. 

The  Florida  Outreach  Project  sponsored  an  early 
intervention  training  on  July  13-14  in  Tampa.  Linda 
Alsop,  from  the  SKI-HI  Institute  in  Utah,  was  there 
for  two  days.  The  project  is  also  trying  to  find  a  new 
training  model  this  year.  Three  teams  from  Manatee 
County  Schools  have  agreed  to  participate  in  a 
"mini-institute"  with  the  Project  staff  providing 
training  then  supplying  on-site  support  and  technical 
assistance  to  implement  what  the  teams  learn  in 
training. 

Just  a  reminder  to  Florida  families  -The  International 
TASH  conference  will  be  in  Miami,  December  6-9. 
This  year's  theme  is  "Moving  the  Edge."  If  you  have 
not  attended  a  TASH  conference  before,  please 
consider  it  this  year.  Many  of  the  advances  our 
society  has  made  regarding  people  with  disabilities 
are  directly  attributable  to  TASH  and  the  efforts  of  its 
members.  For  more  information,  call  TASH  at  410- 
828-8274. 

GEORGIA:  In  March,  a  group  of  Georgia  parents 
met  at  the  Simpsonwood  Retreat  Center  to  discuss 
the  formation  of  a  parent  group.  At  the  meeting,  a 
steering  committee  was  appointed  to  explore  the 
formation   of  a  group.    Ken   Harris  was  appointed 


chairperson  of  the  steering  committee.  For  more 
information,  contact  Doug  Mcjannet  at  404-651- 
1262. 

A  sibling  workshop,  sponsored  by  the  Georgia  Deaf- 
Blind  Project  was  held  in  June.  The  workshop  was 
for  families  and  siblings  and  was  conducted  by  Don 
Meyer,  Director  of  Sibling  Support  Project  and 
creator  of  the  "Sibshop"  model.  Also  in  June,  the 
Project  brought  together  parents  and  consumers  to 
celebrate  Helen  Keller  Awareness  Week.  The  parent 
support  group  met  and  an  awards  event  was  held  to 
honor  the  Teacher  of  the  Year,  Special  Service 
Provider  of  the  Year,  and  Citizen  of  the  Year. 

REGION  5,  VICKY  KELLER,  IL  IN  OH  MI  MN  WI 
Phone:  507-775-6376;  fax:  507-775-2941 
E-mail:  vknfadb@ibm.net 

Greetings!  It  has  been  great  to  make  connections 
with  all  of  you  in  Region  5!  This  past  year,  I  started 
an  E-mail  tree.  This  is  an  excellent  way  to  pass 
pertinent  information  to  families  and  professionals 
regarding  legislative  updates,  events,  conferences, 
etc.  If  you  have  not  received  E-mail  from  me  and 
would  like  to,  please  let  me  know.  Also  contact  me  if 
you  have  any  information  for  upcoming  newsletters 
or  if  you  just  want  to  talk. 

We  ordered  a  new  bike  for  my  daughter  Danielle.  It 
is  a  two  seater  -  side  by  side.  She  has  pedals  on  her 
side  of  the  bike.  It  is  called  a  "Rhode's  Car"  and  is 
HUGE  -  looks  almost  like  a  golf  cart.  It  has  a  canopy 
over  the  top  to  keep  the  sun  out  and  big  cushy  seats 
so  she  won't  fall  off. 

ILLINOIS:  The  Illinois  Advocates  for  the  DeafBlind 
can  now  be  found  on  the  World  Wide  Web  at 

www.geocities.com/Heartland/Forest/6 112/ 

Send    ideas,    tips    and    stories    for    the    "Hands" 

newsletter  to  IADB@angelwinks.zzn.com 

MICHIGAN:  DB  Central  recently  hired  a  new 
Project  Coordinator.  Beth  Kennedy  began  working 
for  the  project  in  March  of  this  year.  Brenda  Peeler, 
former  Project  Coordinator,  will  work  as  a  part-time 
Technical  Assistance  Consultant  for  DB  Central.  This 
Fall,  the  project  will  also  be  hiring  a  Family 
Consultant. 

(REGIONAL  FORUM  continued  on  page  1 7) 
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November  4-5,  2000,  NTAC  and  the  parent  group, 
Michigan  Association  for  Deaf-Blind  (MADB)  will 
host  a  meeting  in  conjunction  with  DB  Central  to 
determine  the  future  of  a  parent  group  in  Michigan. 
Invitations  to  attend  this  meeting  will  be  mailed  to 
all  of  the  families  on  the  project  mailing  list  during 
the  first  week  of  September.  Attendants  should 
have  a  vested  interest  in  building  the  parent  group 
and  a  willingness  to  make  a  commitment  to  it. 
Parents  who  would  like  to  attend  this  meeting,  or 
who  would  like  to  be  added  to  the  mailing  list 
should  contact  the  project  at  888-758-0508  or 
www.chsbs.cmich.edu/dbcentral. 

MINNESOTA:  Two  MN  teenagers,  a  mentor  and 
representative  from  the  MN  Deaf-Blind  Project  will 
attend  the  NTAC  sponsored  workshop,  titled,  "Se/f- 
Determination:  Creating  a  path  to  the  future."  This 
seminar  is  for  teens  and  young  adults  who  are  deaf- 
blind  and  will  be  held  simultaneously  with  the 
American  Association  for  Deaf-Blind  (AADB) 
National  Conference  in  Columbus,  Ohio,  July  29- 
Aug  4.  Four  additional  teenagers  and  their 
interveners  will  participate  in  the  AADB 
convention. 

The  Usher  Syndrome  Family  Picnic  with  Harry 
Anderson,  President  of  the  American  Association  of 
Deaf-Blind  was  held  on  July  22nd. 

A  CHARGE  Syndrome  Workshop  for  parents  and 
professionals  will  be  held  Saturday,  September 
30th.  Topics  include  The  Medical  Aspects  of 
CiHARGE  by  Dr.  Sandra  Davenport,  Sensory 
Geneticist  and  Sensory  Integration  by  Alice  Doll, 
OTR,  MT. 

Children  Linking  Families  Enrichment  Weekend  will 
be  held  October  27-29  at  Ruttgers  Bay  Lake  Lodge 
in  central  Minnesota. 

OHIO  &  WISCONSIN:  The  Great  Lakes  Area 
Regional  Center  for  Deafblind  Education- 
(GLARCDBE)-The  DeafBlind  Technical  Assistance 
Project  (DBTAP)  is  training  consultants  to  provide 
technical  assistance  across  each  state  on  behalf  of 
the  project.  This  includes  both  professional  and 
parent  consultants. 


The  Integrated  Functionally-Based  Assessment  Project 

(IFBAP),  in  collaboration  with  Dr.  Kevin  Arnold, 
psychologist,  is  assessing  2-4  students  per  state  with 
teams  in  the  child's  natural  (school)  environment. 

DB  Institute-August  18,  2000,  The  Psychoeducational 
Assessment:  Critical  Issues  and  Strategies  for  the 
Assessment  of  Students  with  Severe  or  Multiple  Disabilities 
with  Harvey  Mar  will  be  presented  through  the 
rebroadcast  of  his  satellite  conference. 

Ohio's  Annual  Board  Meeting  will  be  September  6  in 
Columbus,  OH;  Ohio  Family  Weekend  2000-August  19 
&  20.  Eighteen  families  have  currently  registered  for  a 
weekend  filled  with  activities,  training,  presentations  and 
fun  for  the  whole  family.  Sibling  groups  will  be  led  by 
Sheri  Moore,  University  of  Louisville,  KY. 

Wisconsin  Annual  Board  Meeting  will  be  September  12, 
location  to  be  announced;  Wisconsin  Family  Weekend 

2000-August  25-27.  Thirteen  families  have  currently 
registered  for  this  fun  filled  event.  This  weekend  promises 
to  be  action  packed  and  will  be  held  at  the  Central 
Wisconsin  Lions  Camp. 

REGION  9,  BARBARA  RYAN,  AZ  CA  HI  NV  GUAM  SAMOA 
TRUST  TERRITORIES 
Phone/fax:  760-752-8624 
E-mail:  Barbarar@ntr.net 

HAWAII:  The  Pre-PAC  RIM  (Pacific  Rim)  CONFERENCE 

was  held  in  Honolulu,  Hawaii  in  February.  The 
attendees,  families  and  professionals  were  from  the  outer 
islands.  Truck,  Pago  Pago,  Chuuk  and  Guam.  The  title  of 
the  conference  was  Exemplary  Practices  for  Serving 
Children  Who  are  Deaf-Blind  and/or  Have  Multiple 
Disabilities.  Terry  Rafalowsky-Welch  presented  on 
Assessment  and  Communication.  Nora  O'Farrell 
presented  on  Inclusive  Education  Practices  for  Students 
who  are  Deaf-Blind  and  HKNC  Regional  Rep  Cathy 
Kirscher  and  I  co-presented  on  "Psycho-Social 
Implications  of  Deaf-Blindness:  Impact  on  the  Individual 
and  Families."  I  also  spoke  about  NFADB.  Betsy  Bixler 
and  Jessica  Lundblad  presented  on  Transition. 

I  would  like  to  thank  the  Yee  family  for  the  wonderful 
home  cooked  Hawaiin  dinner  at  their  beautiful  home.  I 
would  also  like  to  thank  Mr.  and  Mrs.  Schlemmer  for  a 
most  pleasant  Sunday  brunch. 

(REGIONAL  FORUM  continued  on  page  18) 
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NEVADA:    The    Millennium     Nevada    Dual    Sensory  with  sensory  disabilities.  Sounds  like  it  was  a  terrific 
Impairment  Conference  was  a  great  success.  Twenty-  conference, 
three  parents  and  14  service  providers  attended  this  8th 

annual  conference  at  the  Reno  Flamingo  Hilton  on  OREGON:  A  new  State  Deafblind  TA  Specialist 
April  13th  and  14th.  This  year's  presentations  included  position  was  created  in  January  2000.  Ms.  Sylvia  Carnes 
"Shared  Experiences,"  "IDEA  Amendments  of  1999,"  was  hired  in  this  position.  Sylvia  taught  at  the  Texas 
"Beyond  Aromatherapy,"  "Setting  Goals  to  Make  Your  School  for  the  Blind  and  Visually  Impaired  in  Austin, 
Life  Easier,"  "Special  Needs  Planning"  and  "Sisters  and  Texas  for  1 0  years  before  moving  to  Oregon. 
Brothers:  Opportunities,  Concerns  and  Programs."  The 

parents  stated  that  the  conference  was  a  great  The  Oregon  Deafblind  Project  sponsored  a  workshop 
experience  and  are  already  looking  forward  to  for  all  the  Regional  Deafblind  Consulting  Teachers  and 
attending  next  year.  an  additional  person  from  each  region  last  April.  The 

workshop,  "Using  Routines  and  the  Observational 
The  Nevada  Dual  Sensory  Impairment  Project  has  Approach  to  Assess  Students  Who  are  Deafblind" 
begun  a  pilot  project  -  vision  screening  for  children  was  presented  by  Robbie  Blaha  from  the  Texas 
with  hearing  impairments.  The  project  is  coordinating  Deafblind  Project  and  Sylvia  Carnes.  The  word  from 
with  the  Speech  Pathology  and  Audiology  Department  the  participants  is  that  the  information  is  already  being 
at  the  University  of  Nevada,  Reno  and  Washoe  County  implemented  across  the  state. 
School   District.  The  screening  includes  distance  and 

reading  vision,  color  vision,  a  balance  test,  dark  Goals  for  the  summer  include  working  to  enhance 
adaptation  and  peripheral  vision.  Impairments  in  any  of  parent  and  family  supports.  A  parent  representative  is 
these  areas  could  adversely  affect  a  child's  education,  collaborating  with  the  Project  to  develop  a  service 
The  identification  of  vision  problems  is  important  so  system  that  will  more  effectively  support  the  needs 
that  the  teacher  can  use  more  effective  teaching  of  families  who  are  deaf-blind.  This  parent  attended  a 
procedures    with     children     who     have    sensory  conference  sponsored  by  NTAC  in  Minneapolis  on  June 

26  and  27  that  addressed  family  issues.  Second,  the 

project  is  working  with  the  Oregon  Commission  for  the 
REGION  10,  MOLLY  COULTER,  AK  IP  OR  WA  Blind  to  improve  transition   services.   The  transition 

Phone:907-696-4689;  fax:  907-696-4690  from  school  to  adult  services  is  the  focus  at  this  time. 

E-mail:  coulters@corecom.net 

WASHINGTON:  reports  that  there  was  a  great  family 
ALASKA:  sponsored  "Pardon  Me,  Your  Behavior  is  retreat  held  in  April.  Most  of  the  funding  for  the  retreat 
Showing"  a  2--day  mini-class  featuring  jo  Mascorro  at  was  raised  by  families  and  the  parent  group  Parents  and 
the  Alaska  Statewide  Special  Education  Conference.  It  Families  Jogetherl  What  a  great  success  as  everyone 
was  a  terrific  class  discussing  behavior  challenges  and  seems  to  be  feeling  the  budget  pinch  these  days... 
effective  solutions  to  combat  them,  jo  was  a  fantastic  Sadly,  Marcia  Fankhauser  is  retiring  from  full  time 
presenter  with  a  great  sense  of  humor  who  made  us  all  service  as  the  project  director  in  Washington  at  the  end 
laugh  at  ourselves  and  the  behaviors  of  our  families.  It  of  August.  She  will  remain  on  part  time  at  the  office 
was  especially  nice  that  the  class  was  attended  by  but  two  new  co-directors  will  be  named  in  September, 
teams  of  parents,  professionals,  and  paraprofessionals 

centered  around  individual  students.  This  has  allowed  On  a  more  positive  note,  the  project  and  the  adult 
familiesto  work  together  with  their  schools  and  support  deaf-blind  community  are  sponsoring  Dr.  Bill 
personnel  to  consistently  manage  challenging  Kimberling  from  Boys  Town  to  present  in  November  at 
behaviors.  the  Usher   Family  Retreat.   FHe  is  active  in  genetics 

research    and    will    also    be    a    part    of    the    AADB 
IDAHO:    co-sponsored    the    Western    Regional    Early  conference  V 

Intervention  Conference  entitled  "Service  for  Young 
Children  with  Sensory  Disabilities"  held  in  January  in 
Scottsdale,  AZ.  The  sessions  were  designed  for  families 
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LIVING  HONOR  GIFT,  MEMORIAL,  OR 

CONTRIBUTION 

to 

The  National  Family  Association  For  Deaf-Blind 


Enclosed  is  $ 
memory  of 


given  as  a  contribution  or  as  a  gift  in  honor  or 


Q  Living  Honor  -  A  tribute  to  someone  you  wish  to  honor  while  they 
are  present  to  enjoy  your  thoughtfulness. 

□  Memorial  -  A  gift  in  honor  of  someone  who  has  passed  on.  The 
notice  of  this  thoughtfulness  will  be  sent  to  whomever  you  specify. 

□  Mary  Margaret  O'Donnell  Memorial  Fund  -  An  ongoing  fund 
established  in  memory  of  our  former  president. 

□  Contribution  to  NFADB  -  to  be  used  as  needed. 

All  honors,  memorials  and  contributions  are  tax  deductible  and  are 
used  to  further  the  goals  and  activities  of  NFADB. 
Please  send  a  note  about  this  gift  to: 


Name: 


Address: 

City: 
GIVEN  BY: 

State: 

Zip: 

Address: 

City: 

State: 

Zip: 

Send  this  form  with  your  donation  to:  NFADB,  111  Middle  Neck 
Road,  Sands  Point,  NY  1 1050.  Thank  you! 


(COCHLEAR  IMPLANTS  continued  from  page  5) 

includes  training  the  person  to  identify  environmental 
sounds  and  speech. 

Cochlear  implantation  has  not  been  without  its 
critics.  Members  of  the  Deaf  community  have  voiced 
strong  concerns  about  the  procedure,  noting  that  it 
reinforces  the  idea  of  deafness  as  a  deficit  or  pathology 
rather  than  just  an  aspect  of  who  the  person  is.  Cochlear 
implantation  in  children  has  also  been  very  controversial. 
Because  of  its  invasive  nature,  there  are  concerns 
regarding  parents  making  a  life-long  decision  for  their  child 
at  such  a  young  age.  Critics  also  question  how  an  implant 
will  effect  the  child's  self-esteem,  body  image  and  quality 
of  life  throughout  their  lifespan. 

Cochlear  implants  represent  state  of  the  art 
technology.  They  provide  one  more  option  for  children 
and  adults  who  are  deaf  and  who  may  be  seeking  a 
different  quality  of  life.  For  individuals  who  are  deaf-blind, 
the  implications  of  cochlear  implantation  may  be  even 
more  dramatic,  providing  basic  yet  crucial  environmental 
information.  Cochlear  implants  are  not  appropriate  for 
everyone.  Ultimately,  the  decision  is  a  very  personal  and 
individual  one. 

For  more  information,  visit  www.cochlear.com. 
This  site  is  designed  as  a  resource  for  implant  users, 
potential    recipients,    family    members   and    health    care 


WELCOME  to  WFADB'g  WEWE2T  MEMBER2I 


Region  0  -Canada  -Canadian  National  Institute  for 

the  Blind,  Deaf-Blind  Services*,  Patricia  Andrews*, 

Linda  Mamer*;  Japan  -Hiroyuki  Sugai 

Region  1-CT-Dolores  Corriveau*;  Carrie 

Zahacewski*;  MA -Betsy  McGinn ity*,  BJ  Polcaro*, 

Pamela  Ryan*,  Lorraine  Wales*;  VT  -  Janet 

Dematties*,  Mary  Gyori*,  Elaine  Pronovost 

Region  2  -  NJ  -Tina  Angelillo*,  Katherine  Gabry*, 

Thomas  Sanok*,  Eva  Scott*;  NY-Brent  Bailer*,  Terri 

Bailer*,  Quinn  M.  Burch,  Susan  Kopec*,  Barry 

Mastellone*,  Sheri  Stanger* 

Region  3  -  DC  -  Noelle  Stills,  DE  -  Barbara  Caudill*; 

MD  -  Cynthia  Ingraham*;  PA  -  Overbrook  School 

for  the  Blind*,  Kristen  Rapsher*,  Janet  Seeger*;  VA  - 

Kris  Kiley*,  Gwen  Williams* 

Region  4  -  AL  -Alabama  Deaf-Blind 

Multihandicapped  Association;  FL  -  Molly  Corum*, 

Jorgen  Pedersen,  Alice  Pedersen*,  Rosemary  Vault*; 

GA  -  Monika  Mcjannet-Werner,  Eric  Pedersen*; 

MS  -  Mary  Parks*,  William  Parks*;  NC  -  Elaine 

Palmer* 

Region  5  -  lA  -  Arlene  Regenwether*;  IL -Phyllis 

Caruso*,  Tina  Dorsey*,  Kathy  Raistrick*;  IN  -  Joshua 

Allison;  Ml  -  DBCentral,  John  Hunt*,  Susan  Lyons*, 

Ano  Olson*;  MN  -  Elizabeth  McDevitt;  Wl  -  Dave 

Bishop* 

Region  6-AR  -  Debbie  Ethridge*;  OK  -  Billie  Clarke, 

Glenda  Farnum*  ;  TX  -  Susan  Nicholas*;  Ruty 

Creel* 

Region  7-IA  -  Marilyn  Fredrick*;  KS  -  Beth  Jordan*, 

Laurie  Osipik*;  MO  -  Monica  Castulik,  Carol  Crebs 

Region  8  -  UT  -  Brenda  Rowley 

Region  9:  CA  -  Chellis  Rogers*;  Chuuk  -  Andinia 

Billimon;  HI  -  Lorraine  Ishikawa*,  Conchita 

Schlemmer*;  NV  -  Patti  Cole 

Region  10:  AK  -  Sara  Gaar,  Dorothy  Johnson*  ; 

OR  -  Kathleen  Stremel* 

*  indicates  a  membership  renewal 


professionals.  Visitors  can  find  statistics,  research, 
user  success  stories  and  more.  You  can  also  call  the 
Cochlear  Implant  Hotline  800-458-4999  (voice)  or 
800-483-3213  (TTY). 

fd.  Note:  On  September  20th  at  10  p.m.  EST.,  ABC  News  show 
"Hopkins  2417,"  a  series  on  the  Johns  Hopkins  Medical  Center 
in  MD,  will  feature  a  young  deaf  boy  who  receives  a  CLARION 
cochlear  implant.  ff 
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Self-  Determ'matioyi 


In  August  2002,  the  National  Technical 
Assistance  Consortium  (NTAC)  and  NFADB  will  co- 
sponsor  a  parent  training  workshop  on  Self 
Determination  entitled  "Being  Self-Determined:  What 
Does  it  Take?  Skills  +  Knowledge  +  Attitude  + 
Opportunity."  Invited  parents  and  professionals  will  travel 
to  Kansas  City,  MO,  to  participate  in  the  training, 
provided  by  Dr.  Brian  Abery,  Project  Director  at  the 
University  of  MN,  Institute  on  Community  Integration. 

According  to  Dr.  Abery,  self  determination  is  "the 
power  to  make  choices  that  reflect  personal  preferences, 
interests  and  values,  the  prerogative  to  have  control  over 
one's  own  life,  and  the  freedom  to  develop  a  vision  for 
the  future  and  to  have  that  vision  respected  by  others." 
Dr.  Abery  says  that  a  sense  of  self-determination  is 
necessary  for  the  development  of  individual  identity  and 
is  a  basic  component  of  quality  of  life. 

The  self-determination  movement  has  its  roots  in 
the  human  rights  and  civil  rights  movements.  The 
concept  of  self-determination  was  developed  largely  for 
youth  and  adults  who  were  able  to  clearly  express  their 
preferences.  Historically,  people  with  disabilities  were  not 
part  of  this  group.  They  were  not  allowed  or  encouraged 
to  decide  what  to  do  with  their  lives,  what  relationships 
to  establish,  how  to  contribute  to  their  communities  or 
what  supports  or  services  they  needed  or  used.  These 
decisions  were  made  for  them,  by  family  members  or 
professionals,  based  on  available  services,  segregated 
placements  or  treatment  imposed  on  them  simply 
because  they  were  labeled  "disabled." 

SELF-DETERMINATION  AND  YOUNG  PEOPLE 
WHO  ARE  DEAF-BLIND 

The  potential  to  be  self-determined  exists  in  all 
individuals,  regardless  of  severity  or  type  of  disability.  Dr. 
Abery  explains  that  in  order  for  that  potential  to  be 
developed  and  effectively  expressed  by  young  people 
who  are  deaf-blind,  they  must  acquire  specific  skills, 
knowledge  and  attitudes.  Individuals  also  must  have 
opportunities  to  practice  those  skills,  use  that  knowledge 
and  express  those  attitudes.  Advantages  of  self- 
determination    include    improved    learning,    enhanced 


community  participation,  increased  personal 
responsibility  and  higher  self-awareness  and  self- 
esteem. 

Dr.  Abery  approaches  self-determination 
training  as  something  vital  for  the  entire  family  unit, 
not  just  for  the  person  who  is  deaf-blind.  Being  self- 
determined  does  not  mean  that  one  is  completely 
independent.  People  with  high  levels  of  self- 
determination  recognize  the  importance  of 
interdependence.  They  know  they  need  others  in 
their  lives. 

With  this  in  mind,  the  content  and  format  of 
NTAC's  Kansas  City  Workshop  on  Self 
Determination  has  been  designed  to  apply  to  all 
families,  including  those  with  babies  and  toddlers  or 
school  age  children,  as  well  as  families  with  children 
with  severe  and  multiple  disabilities. 

(Self  Determination  continued  on  page  19) 
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The  National  Family  AssoaATiON  for  Deaf-Bund  (NFADB)         i 

SUPPORTING  PERSONS  WHO  ARE  DEAF-BLIND  AND  THEIR  FAMILIES. 

A  non-profit  national  family  organization  established  in  1994. 
•The  philosophy  of  the  Association  is  that  "Individuals  who  are 
deaf-blind  are  valued  members  of  society  and  are  entitled  to  the 
same  opportunities  and  choices  as  other  members  of  the 
community." 

NFADB  EXECUTIVE  BOARD 

Ralph  Warner  Molly  Coulter 

Vice  President 


President 


(open) 
Treasurer 

(open) 

Secretary 

REGIONAL  DIRECTORS 

Region  1 

CTMAMENH  Rl  VT 
Elizabeth  Corthouts 
860-633-0042 

Region  6 

ARLANMOKTX 

Debbie  Eth  ridge 

501-271-8632 

Region  2 

NJ  NY  PR  VI 
Sheri  Stanger 
914-478-7248 

Region  7 

lA  KS  MO  NE 
(open) 

Region  3 

DC  DE  MD  PA  VA  WV 
(open) 

Region  8 

CO  MT  ND  SD  UT  WY 
Yvette  Tanner 
970-882-7391 

Regions  4A  &  4B 
4A  -  AL  PL  GA  MS 

Maurice  Escobar 
954-447-7446 
4B  -  KY  NC  SC  TN 
Bill  Hull 

Region  9 

AZ  CA  HI  NV 

Pacific  Islands 

Pearl  Veesart 

805-528-5673 

864-585-5870 

Region  5 

IL  IN  OH  Ml  MN  Wl 
Cynthia  Jackson-Glenn 
513-681-5136 

Region  10 

AK  ID  OR  WA 

Tracy  Jess 

425-820-5574 

Regional  Director  Coordinator  -  Vicky  Keller 
International  Liaison  -  Clara  Berg 
Special  Advisors  -  Sharon  Hueck,  Joseph  McNulty,  Steve 
Perreault,  Nancy  O'Donnell 

Newsletter  EdKor  -  Nancy  O'Donnell 

Editorial  and  Technical  Support  -  Vicky  Keller,  Vicky  Harinski 

and  Allison  Burrows 

Newsletter  Committee  -  Vicky  Keller 

Published  three  times  a  year.   Deadlines  for  articles  are 
January  15,  May  15  and  September  15.   Please  address  all 
correspondence  to.    NFADB  Newsletter  Editor,  111  Middle 
Neck  Road,  Sands  Point,  NY   11050-1299.   Voice/TTY:  (8:45 
a.m.  -  4.30  p.m.,  EST)  800-255-0411,  Ext.  275;  Fax:  516- 
944-5984;  e-mail:  NFADB@aol.com 

This  publication  Is  supported  In  part  by  the  Helen  Keller  National  Center, 
Sands  Point,  NY  and  the  Hllton/Perklns  Program  of  Perkins  School  for 
ttie  Blind,  Watertown,  MA.  The  Hllton/Perklns  Program  Is  funded  by  a 
grant  from  the  Conrad  N,  Hilton  Foundation  of  Reno,  Nevada.  Opinions 
expressed  In  the  newsletter  do  not  necessarily  reflect  the  opinions  of 
NFADB,  HKNC  or  Hllton/Perklns. 


The  annual  NFADB  General  Membership  Meeting 

will  be  held  in  conjunction  with  the  NTAC/NFADB  confer- 
ence on  Self  Determination  in  Kansas  City  in  August  (see 
cover  story).  On  Fri(Jay,  August  2ncl,  at  6  p.m.,  NFADB  will 
host  the  Mary  Margaret  O'Donnell  Social.  Mary  was 
NFADB's  president  who  passed  away  in  1996.  Her  gentle 
yet  clear  leadership  style  made  her  beloved  by  all.  Parent 
connections  were  important  to  Mary  so  this  social  is  held  as 
an  opportunity  for  members  and  conference  participants  to 
get  to  know  each  another.  There  will  be  a  raffle,  door  prizes 
and  lots  of  laughs,  so  be  sure  to  come! 

The  General  Membership  Meeting  and  election 
will  be  on  Saturday,  August  3rd,  from  12:30  to  2:30.  The 
President  and  Treasurer  positions  are  up  for  election,  as  well 
as  Regional  Directors  (RDs)  in  even  numbered  regions. 
Nominations  have  been  requested  and  received.  Only  regu- 
lar members  in  the  designated  region  can  vote  for  the  RD  in 
their  region.  Executive  committee  positions  are  voted  on  by 
all  voting  members.  Newly  elected  board  members  assume 
their  positions  at  the  meeting. 

Four  board  members  will  be  completing  their  terms 
in  August.  Ralph  Warner  has  been  our  president  since 
1996.  He  moved  into  this  position  when  Mary  O'Donnell 
passed  away.  He  was  then  elected  to  two  terms  of  his  own. 
Ralph  was  a  member  of  the  "Dream  Team,"  the  original 
group  that  started  NFADB  back  in  1994.  Sheri  Stanger, 
Debbie  Ethridge  and  Yvette  Tanner  are  completing  their 
terms  as  Regional  Directors  in  Regions  2,  6  and  8  respec- 
tively. Thanks  to  all  of  you  for  the  work  you've  done!  It's 
been  quite  a  ride! 

RDs  Maurice  Escobar  (4A),  Bill  Hull  (4B)  and  Tracy 
jess  (10)  were  appointed  to  fill  vacant  RD  positions  last  year 
and  will  be  running  (unopposed)  for  their  first  "6fficial" 
terms  in  their  respective  regions.  Ballots  with  information  on 
RD  candidates  for  regions  2,  6  and  8  will  be  mailed  to  voting 
members  and  will  also  be  available  at  the  general  meeting. 

Although  there  are  many  changes  going  on  within. 
NFADB,  our  philosophy  remains  clear:  Individuals  who  are 
deaf-blind  are  valued  members  of  society  and  are 
entitled  to  the  same  opportunities  and  choices  as  other 
members  of  the  community."  We  will  continue  to  network, 
learn,  educate  and  advocate  for  our  family  members  who 
are  deaf-blind.  Although  our  numbers  are  small,  our  voice  is 
clear  and  purposeful.  We  look  forward  to  a  productive  year! 
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PARENTS  HOLDING  THE  EDUCATION  PROCESS  TOGETHER 

By  Jay  Matthews,  Washington  Post  Staff  Writer 


For  a  long  time,  I  have  noticed  sonnetliing  unusual  ently  illegal,  presence  of  a  school  district  lawyer  at  one  meet- 
about  special  education  stories.  I  have  not  written  about  stu-  ing  about  their  daughter  Callie,  who  is  autistic,  the  lawyer 
dents  with  disabilities  very  often.  It  is  too  hard  to  do.  But  refused  to  leave.  Marvin  had  taken  the  day  off  work.  They 
when  I  produced  an  article,  even  when  my  editors  buried  it  had  gotten  a  babysitter.  But  they  were  unwilling  to  be  victims 
deep  inside  the  Metro  section,  I  would  get  mail.  of  what  they  considered  an  ambush. 

I  first  encountered  this  years  ago  when  people  still  "After  about  20  minutes  of  back  and  forth  arguing, 

took  pieces  of  stationary  out  of  their  desks,  wrote  words  on  during  which  my  husband  was  called  a  liar,  the  lawyer  and 
them,  inserted  them  into  envelopes  and  deposited  them  in  each  and  every  one  of  the  [school  district]  employees  just  got 
big  blue  receptacles  on  the  street  called  mail  boxes.  I  would  up  en-masse  and  walked  out  of  the  room.  The  lawyer  asked 
get  many  more  letters  than  I  expected,  far  more  than  I  would  if  the  Adamses  were  leaving  too,"  Amy  said,  and  before  they 
receive  about  other  kinds  of  stories.  They  would  come  from  could  answer  the  lawyer  said  to  them,  "We  will  just  get 
parents  who  were  struggling  to  find  schools  willing  and  able  someone  to  remove  you." 

to  help  their  children.  These  were  very  long  and  complicated  A  young  woman  with  a  learning  disability  said  she 

letters,  from  people  who  were  encouraged  to  see  even  a  few  was  denied  the  honors  designation  on  her  high  school  tran- 
words  in  the  newspaper  about  their  problem.  script  even  though  she  had  met  all  requirements.  A  D.C. 

So  I  expected  a  good  response  when  I  wrote  a  col-  high  school  teacher  described  her  efforts  to  help  a  learning 
umn  Dec.  11  asking  parents,  teachers  and  students  to  edu-  disabled  student  who  seemed  to  be  ignored  because  his 
cate  me  about  special  education.  I  confessed  my  ignorance,  grandmother,  the  custodian  parent,  did  not  have  the  time  or 
cited  a  few  examples  of  parents  who  had  recently  told  me  the  expertise  to  demand  the  needed  services, 
about  bad  experiences  and  asked  for  e-mails  from  anyone  And  that,  I  think,  was  the  most  important  thing  I 

who  could  help  me  understand  what  was  going  on.  learned  from  this  flood  of  e-mails  about  how  the  system 

Nearly  two  months  later,  I  am  still  trying  to  dig  my-  works.  There  is  some  money  available  to  help  students  with 
self  out  from  under  the  avalanche.  I  can  only  estimate  the  disabilities.  Many  educators  have  the  skill  and  motivation  to 
number  of  messages  I  have  received  so  far.  It  is  at  least  800,  make  significant  progress.  But  the  process  of  finding  the  right 
and  still  growing.  I  have  never  experienced  such  a  deluge  of  combination  of  services  for  each  child  often  falls  apart  unless 
heartbreak,  courage,  intelligence,  frustration  and  hope,  there  is  a  parent  making  calls,  sending  e-mails  and  insisting 
summed  up  in  e-mails  that  sometimes  ran  for  several  pages  on  meetings  to  hold  it  together, 
each  when  I  printed  them  out.  "Parents  are  the  most  important  teachers  their  chil- 

Some  messages  said  the  special  education  system  dren  will  ever  have,  so  you  have  to  stay  involved  with  every 
was  in  shambles.  Some  said  it  was  working  wonderfully  for  aspect  of  their  academic  life  until  they  graduate,"  said  Lynda 
many  families.  Some  parents  offered  to  send  me  the  entire  C.  Van  Kuren,  a  national  expert  on  special  education  whose 
files  of  their  cases.  Montgomery  county,  MD.,  parent  Diana  son  went  to  Yale  despite  a  learning  disability. 
Lautenberger  let  me  sit  in  on  a  due  process  hearing  in  which  Ellen  Tuttle,  a  Fairfax  County  parent  whose  daughter 

a  well-paid  attorney,  a  specialist  in  this  service  for  school  dis-  had  several  disabilities,  said  the  parent  is  the  only  advocate 
tricts,  sniped  repeatedly  at  her  attempts  to  acquire  services  for  their  child.  "I  have  to  be  a  steam  roller  in  my  daughter's 
for  her  son.  life  to  get  her  the  help  she  needs." 

I  am  still  reading  e-mails  and  thinking  about  ways  to  jean  Pendray  Logan,  a  Minnesota  parent,  told  of 

turn  them  into  useful  news  stories  and  columns.  I  can  only  meeting  with  a  team  of  fourth  grade  teachers  who  thought 
quote  a  fraction  of  them,  and  I  don't  know  how  they  will  in-  her  son  did  not  belong  in  their  classes,  even  though  this  third 
fluence  my  thinking  until  I  have  had  a  few  more  months  to  grade  teachers  had  praised  his  work.  The  teacher  taking  the 
absorb  them.  lead  at  the  meeting  had  not  read  the  report  in  his  file  on  his 

But  there  are  a  few  truths  that  seem  evident  from   learning  disabilities.  "It  felt  very  much  like  they  were  trying  to 
what  I  have  read  so  far,  beginning  with  the  fact  that  short-  dig  a  hold  to  bury  this  child  in,"  Logan  said, 
ages  of  money  and  training  and  sensible  rules  are  making  Her  husband  and  she  took  deep  breaths  and  kept 

otherwise  conscientious  educators  look  like  obstructionist  talking.  They  tried  to  rescue  their  son  by  providing  the  teach- 
dunces  when  they  are  approached  by  worried  parents  look-  ers  with  "descriptions  of  positive  previous  classroom  experi- 
ing  for  help.  Lawyers  and  psychologists  are  the  villains  of  ences,  homework  habits,  conclusions  of  his  evaluation  from 
many  of  the  stories  I  have  received,  although  parents  ac-  the  year  before,  positive  interactions  with  peers."  After  about 
knowledge  that  they  also  come  in  handy  when  a  school  says  45  minutes,  Logan  said,  "the  tone  of  the  conferences  began 
there  is  nothing  it  can  do.  to  change,  and  we  could  see  the  teachers  begin  to  think  of 

Marvin  and  Amy  Adams  of  Weatherford,  Tex.,  said  ways  they  could  try  to  work  with  our  son." 

when  they  objected  to  the  unannounced,   and  thus  appar-  (Educational  Process  continued  on  page  8) 

Mews  From  Advocates  for  Deaf-Blind  MFADB.ORO  3  Summer  2002 


Welcome!  New  Director  of  OSEP 


Stephanie  Smith  Lee  was  recently  appointed  as 
the  new  Director  of  the  Office  of  Special  Educa- 
tion Programs  (OSEP),  which  administers  IDEA. 
Stephanie  comes  to  OSEP  after  serving  as  a  con- 
sultant and  government  affairs  representative  to 
the  National  Down  Syndrome  Society. 

As  a  parent  of  a  child  with  a  disability,  Stephanie 
has  a  personal  understanding  of  the  complex  ar- 
ray of  issues  and  challenges  facing  special  educa- 
tion, particularly  as  we  move  to  the  upcoming  re- 
authorization of  IDEA.  She  played  a  major  role  in 
the  1997  reauthorization  of  IDEA  by  actively 
working  with  national  organizations  and  members 
of  Congress  throughout  all  stages  of  the  reau- 
thorization process. 

-From  listserv  of  State  Directors  of  Deaf-Blind  Projects 


NATIONAL  COALITION 
ON  DEAF- BLINDNESS  (NCDB) 


SHARE  YOUR  IDEAS 
;..ON  IDEA 


while  Congress  is  reviewing  the  Indi- 
viduals  with    Disabilities    Education 
Act  (IDEA),  the  House  Subcommittee  on  Education  Re- 
form wants  families'  and  consumers'  opinions  as  to 

how  Congress  can  strengthen  IDEA.  To  that  end,  they 
have  established  a  link  on  the  committee's  website  that 
will  allow  you  to  give  your  input. 

Although  they  are  encouraging  general  comments  on 
IDEA,  it  would  be  especially  helpful  if  you  can  refer- 
ence the  specific  section  (statutory  provisions)  of  IDEA 
or  regulations  under  IDEA  that  you  feel  need  to  be 
changed  or  eliminated  and  why.  For  more  information, 
and  to  submit  your  comments,  go  to:  <edworkforce. 
house. gov/issues/107th/education/idea/ 
ideacomments/index.htm> 


When  sharing  or  copying  information  and  articles 
from  our  newsletter,  please  credit  News  From 
Advocates  for  Peaf-^lind  as  the  source.  Thanks! 


As  this  issue  goes  to  press,  activities 
surrounding  the  Individuals  with  Disabilities 
Education  Act  (IDEA)  are  beginning  to  pick 
up  with  Congress  holding  a  series  of  public 
hearings  on  IDEA,  and  the  President's  Com- 
mission on  Excellence  in  Special  Education 
<www.ed.gov/inits/commissionsboards/ 
whspecialeducation/index.html>  completing 
its  work  and  preparing  to  submit  its  report  to 
the  White  House. 

The  focus  of  the  NCDB  remains  on 
insuring  that  each  child  with  deaf-blindness 
continue  to  receive  a  free,  appropriate  pub- 
lic education  (RAPE)  provided  by  qualified 
personnel.  To  this  end,  the  most  critical  goal 
is  to  maintain  the  minimum  funding  lan- 
guage that  exists  in  current  law  mandating 
that  the  Department  of  Education  spend 
$12.86  million  on  deaf-blind  children.  This 
money  is  used  to  fund  the  National  Techni- 
cal Assistance  Consortium,  DB-LINK  and  the 
single  and  multi-state  deaf-blind  children's 
projects.  Without  a  similar  clause  in  the  new 
law,  there  is  a  very  good  chance  that  these 
programs  would  no  longer  exist. 

The  leaders  of  NCDB  have  been 
meeting  with  senior  officials  within  the  US 
Department  of  Education  and  appropriate 
Congressional  staff  to  gain  support  to  ensure 
that  the  language  remain  "as  is." 

A  second  point  we  are  trying  to  make 
is  that  these  programs  have  been  funded  at 
this  level  for  nearly  20  years.  There  is  a  ne- 
cessity to  significantly  increase  this  funding 
level. 

For  more  information  or  to  find  out 
ways  that  you  can  help,  contact  NCDB's  Ex- 
ecutive Secretary  Steve  Davies  at  617-972- 
7347  ore-mail:  Steve. Davies(2)perkins. org 


"A  smile  is  a  powerful  weapon.. .you  can  even 
break  ice  with  it!  (Anonymous) 
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F^milvj  )ourmA  -  The  Ky\ix>\Achcrss 


by  Beverly  Knippleberg,,  Minot,  ND 


Two  years  ago  we  were  "wringing  our 
liands"  over  our  son  Jeff's  increasing  behav- 
iors. Jeff  is  36  years-old  and  deaf-blind  as  a 
result  of  congenita!  rubella  syndrome.  At  the 
time  that  his  problems  started,  I  had  con- 
tacted the  Helen  Keller  Na- 
tional Center  for  advice.  Jeff's 
sight  had  deteriorated  over 
the  years  and  we  assumed 
that  his  behaviors  were  his 
way  of  adjusting  to  being 
blind. 

Everyone  was  doing 
what  they  could  to  make  life 
pleasant  for  him,  yet  he  was 
slapping  his  head  and 
screaming  when  things  were- 
n't exactly  as  he  thought  they 
should  be.  He  was  being  diffi- 
cult both  at  home  and  at  the 
day  program  at  the  local 
workshop.  He  had  gone  into  one  of  his  self- 
starvation  cycles  and  had  lost  about  40 
pounds.  Urinary  incontinence  had  begun  and 
doctors  could  not  find  a  medical  reason.  One 
of  them  said  his  body  was  probably  aging 
faster  than  normal.  He  was  already  seeing  a 
psychiatrist  who  had  prescribed  medication 
for  depression  and  anxiety.  With  his  lighter 
body,  Jeff  was  climbing  up  on  chairs  to  get  a 
better  look  at  the  ceiling  light  bulbs,  some- 
times removing  them  from  their  sockets! 

During  the  winter  of  2000,  he  had  be- 
gun slipping  out  the  back  door  and  walking 
in  the  snow  without  shoes  or  a  coat  on.  For 
the  first  time  since  childhood,  he  had  to  be 
watched  every  minute.  He  would  become 
angry  if  we  left  him  with  a  caregiver  and  an- 
gry if  even  one  of  us  was  away  from  home. 
His  demands  were  numerous  and  we  finally 
just  "played  out."  In  April  2000,  Jeff  was 
placed  in  a  group  home. 


To  everyone's  surprise,  he  adjusted 
quickly.  At  present,  he  is  going  through  one 
of  his  "good  cycles."  He  is  eating  well  and 
the  urinary  incontinence  has  improved.  He 
spends  most  weekends  with  us  at  home  and 
we  are  once  again  enjoying 
his  company.  He  now  has  a 
renewed  interest  in  signing 
and  puzzles.  When  Jeff  had 
vision,  he  enjoyed  pointing 
to  pictures  in  books  and 
having  us  sign  with  him.  I 
had  made  a  signing  book  for 
him,  pasting  pictures  of 
signs  he  knew  into  a  photo 
album.  In  this  way  he  has 
actually  taught  the  staff  the 
signs  he  uses,  while  enjoying 
the  interaction.  Now  blind, 
he  still  likes  to  page  through 
books,  pointing  to  pages, 
and  having  us  sign,  feeling  our  hands  and 
then  repeating  the  signs.  He  never  reached 
the  point  where  he  could  share  a  story  or  his 
feelings  through  signing,  but  this  simple 
method  seems  to  satisfy  his  need  to  com- 
municate. 

I  wanted  to  let  you  know  how  Jeff  is 
doing  because,  once  again,  it  shows  that 
deaf-blind  adults  cycle  through  good  and 
bad,  often  without  the  causes  ever  found. 
Looking  back,  we  think  Jeff  went  through 
his  difficult  time  because  he  was  adjusting 
to  the  loss  of  sight  and  just  got  bored.  When 
his  difficult  behaviors  forced  us  to  place  him 
in  a  group  home,  he  improved  because  of 
new  stimulating  experiences. 

I  hope  this  update  on  Jeff  will  give 
hope  to  other  families  who  are  going 
through  a  rough  time.  New  activities  and 
stimulation  are  very  important  for  all  of  us. 
We  now  spend  many  happy  times  together. 
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STRONQ  WOMAN  VS  A  WOMAN  OF  STRENQTH 

A  strong  woman  works  out  every  day  to  keep  her  body  in  shape, 
but  a  woman  of  strength  builds  relationships  to  keep  her  soul  in  shape. 

A  strong  woman  isn't  afraid  of  anything  ... 
but  a  woman  of  strength  shows  courage  in  the  midst  of  her  fear. 

A  strong  woman  won't  let  anyone  get  the  best  of  her 

but  a  woman  of  strength  gives  the  best  of  her  to  everyone. 

A  strong  woman  makes  mistakes  and  avoids  the  same  in  the  future 

a  woman  of  strength  realizes  life's  mistakes  can  also  be  unexpected  blessings  and  capitalizes  on 

them. 

A  strong  woman  wears  the  look  of  confidence  on  her  face... 
but  a  woman  of  strength  wears  grace. 

A  strong  woman  has  faith  that  she  is  strong  enough  for  the  journey.... 
but  a  woman  of  strength  has  faith  that  it  is  in  the  journey  that  she  will  become  strong. 


% 


/> 


Browsiri  in  the  Book  Aisle 

QRIEF  DANCERS  /  A  JOURNEY  INTO 

THE  DEP 1 HS  OF  THE  SOUL . 

by  SUSAN  ZIMMERMAN 

Reviewed  by  Elizabeth  Corthouts 

NFADB  RD,  Region  1 

The  Road  Ahead:  Transition  to  Adult  Life  for  Persons  with 

Disabilities 
Keith  Storey,  Paul  Bates,  and  Dawn  Hunter,  Eds. 

Transition  from  school  to  adult  life  has  been  particularly  diffi- 
cult for  youth  with  disabilities.  The  vast  majority  are  either  un- 
employed or  underemployed  with  low  wages  and  no  benefits. 
This  new  resource  provides  strategies  and  ideas  for  improving 
the  lives  of  people  with  disabilities,  from  assessment  and  in- 
structional strategies,  to  career  development,  supported  living 
and  postsecondary  education.  Written  by  20  nationally  recog- 
nized transition  experts  in  practical  terms  and  witli  learning  in 
mind. 

CONltNTS:  Person-Centered  Transition  Planning:  Creat- 
ing Lifestyles  of  Community  Inclusion  and  Autonomy  In- 
structional Assessment;  Systematic  Instruction:  Devel- 
oping and  Maintaining  Skills  that  Enhance  Community 
Inclusion;   Career  Development:  Developing  Basic  Work 
Skills  and  Employment  Preferences;  Adult  Employment; 
Modifying  and  Managing  Employment  Practices;  Social 
Life;  Quality  of  Life;  Supported  Living;  Postsecondary 
Education  $32.95./224  pages. 

For  more  information: contact  to:  TRN  *  PO  Box  439  *  St.  Augustine.  FL 
32084  or  visit  the  website:  <www.tmmc.com/roadahead.htm> 

Susan  Zimmermann  has  given  us  a 
powerful  book  relating  her  journey 
through  grief  as  the  mother  of  a 
profoundly  handicapped  daughter. 
She  does  this  by  relating  everyday 
situations  and  then  truthfully  shar- 
ing her  personal  feelings  about 
these  experiences.  We  watch  as 
Susan,  mothering  her  daughter 
who  has  Rett  Syndrome,  describes 
her  sense  of  loss  of  the  Kat  who 
once  was,  her  anger  over  her 
situation,  her  questioning  her  re- 
sponsibility, her  loss  of  hope  while 
all  the  time  loving  unconditionally. 

This  book  is  for  those  of  us  who 
understand.  I  highly  recommend 
GRIEF  DANCERS  be  placed  on  your 
"Must  Read  "  list. 

Mews  From  Advocates  fo^  Deaf-Blind  Hl^ADB.ORG 


6 


Summer  2002 


LEARNING  ABOUT: 


Every  year,  the  week  of  Helen  Keller's 
birthday  (June  27th)  is  designated  as  DEAF-BLIND 
AWARENESS  WEEK.  The  goal  of  this  campaign  is  to 
bring  awareness  of  deaf-blindness  to  the  forefront  of 
the  public's  consciousness.  Formal  celebrations  of  this 
event  range  from  Government  Proclamations  to  public 
service  announcements  to  parades.  In  Tuscumbia,  AL, 
the  birthplace  of  Helen  Keller,  it's  a  big  deal!  Their 
annual  parade  has  a  Grand  Marshall! 

Educating  the  public  about  deaf-blindness  is 
actually  a  lifelong  challenge  for  those  who  are  deaf- 
blind,  their  family  members  and  professionals  in  the 
field.  There  are  several  common  and  persistent  myths 
about  deaf-blindness  that  just  will  not  go  away! 
Probably  the  most  common  myth  is  "All  people  who 
are  deaf-blind  are  like  Helen  Keller."  A  close  second  is 
"All  deaf-blind  people  are  totally  deaf  and  blind."  And, 
if  a  person  is  deaf-blind  with  other  handicapping 
conditions  such  as  cerebral  palsy,  medical  concerns 
and/or  cognitive  delays  (formerly  known  as  mental 
retardation),  well,  are  they  really  deaf-blind?  It's  well 
known  that  all  deaf-blind  people  use  fingerspelling  or 
braille  to  communicate,  can't  write  well,  can't  use  the 
phone  or  computer  and  probably  won't  be  able  to 
hold  a  competitive  job.  Get  married?  Have  children? 
Fuggetaboudit!  (If  any  of  you  have  other  favorite 
myths,  feel  free  to  e-mail  them... we  can  print  a  top  ten 
list!) 

Actually,  people  who  are  deaf-blind  are 
breaking  stereotypes  like  these  every  day.  Scott  Stoffel 
is  one  of  those  people.  Scott  is  deaf-blind  due  to 
Stoffel  syndrome,  so  named  because  he  and  his  sister 
are  the  only  ones,  thus  far,  identified  with  this 
degenerative  condition  which  causes  deafness, 
blindness  and  limited  use  of  the  hands.  In  recent 
years,  it  has  also  limited  Scott's  ability  to  walk.  Yet, 
Scott  works  for  the  Federal  Aviation  Authority  in 
Washington,  DC.  and  recently  received  his  degree  in 
electrical  and  computer  engineering.  Scott  and  his 
wife,  Sandy,  met  while  they  were  students  at  HKNC. 


PATH  OF  DREAMS  by  Scott  Stoffel 

The  night  was  dark, 

A  blackness  like  a  curtain  of  velvet 

Had  been  drawn  over  the  world 

Covering  up  the  bright  stars  of  the  sky. 

The  ceaseless  howling  of  the  wind. 

Drowned  out  all  other  sound 

As  if  there  was  nothing  but  its  mournful  wail  to  be  heard. 

For  the  little  squirrel, 

A  minute  figure  in  the  midst  of  the  towering  trees,  this  was  a  time 

to  test  the  soul. 

Somewhere  far  ahead  in  the  gloom 

There  was  a  place  of  security  and  contentment, 

High  up  in  a  lofty  tree, 

A  sanctuary  from  where  he  could  look  back  at  all  he'd  done 

And  be  glad  and  satisfied  with  himself. 

The  thought  of  reaching  that  distant  haven 

Was  like  a  daydream  that  made  him  giddy  for  a  moment, 

Then  left  his  heart  aching  for  what  he  did  not  really  have; 

It  all  but  fantasy  and  nothing  more. 

So  many  times  he'd  set  out  to  obtain  his  goal. 

But  every  time  before,  he'd  failed  and  given  up  hope. 

Overcome  by  the  hardships  and  disappointments 

That  blocked  the  path  like  high  walls  of  stone. 

He  envied  the  owls  with  their  keen  eyes 

That  peered  down  at  him  from  the  branches  above. 

As  they  had  sight,  while  he  was  lost  in  darkness. 

He  was  jealous  of  the  cats  with  their  clever  ears 

That  could  not  be  confused  by  the  wind's  insistent  groaning. 

But  these  things  he  did  not  have; 

He  had  only  himself  to  rely  upon. 

In  the  dark,  he  stumbled  over  snares  and  into  pits, 

His  only  reward  for  moving  forward  an  explosion  of  pain. 

He  listened  for  the  rush  of  water  but  could  not  find  it; 

The  swift,  treacherous  streams  seemed  to  appear  from  nowhere, 

Washing  over  him  with  icy  fingers 

That  groped  for  what  little  hope  remained  in  him. 

Turn  back,  surrender  the  dream. 

Ere  the  eagle's  talons  ripped  him  apart! 

No,  he  must  not  give  in. 

For  to  concede  in  the  face  of  tribulation  is  to  fail. 

Follow  the  narrow  path  that  his  fellows  had  helped  him  find, 

A  difficult  way,  but  one  that  led  to  fiilfillment. 

Let  the  pitiless  night  blind  him. 

The  shrieking  wind  stop  up  his  ears! 

He  had  his  mind;  he  had  his  heart; 

He'd  paid  carefiil  attention  to  the  counsel 

Of  those  who  had  frekked  the  path  before  him. 

He  could  endure  the  pain  of  limb  and  spirit, 

Could  stand  up  again  after  a  hard  fall. 

He  knew  what  it  was  he  wanted  most 

And  had  set  a  plan  to  achieve  it. 

The  night  was  very  dark. 

The  wind  a  forlorn  cry  of  despair. 

A  tiny  figure  moved  onward. 

Victory. 
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EVERYTHING  YOU  ALWAYS  WANTED  TO  KNOW  ABOUT  PUBERTY  AND  SEXUAUTY... 

BUT  WERE  AFRAID  TO  ASK 
by  Molly  Coulter,  Vice  President,  NFADB 


I  had  the  opportunity  to  attend  the  workshop 
"Everything  you  Always  Wanted  to  Know  About  Pu- 
,berty  and  Sexuality  but  Were  Afraid  to  Ask."  The 
workshop,  sponsored  by  the  Alaska  Dual  Sensory  Im- 
pairment Grant,  our  state  deaf-blind  project,  was  ex- 
ceptional. Maurice  Belote  and  Lynne  Muccigrasso  of- 
fered a  great  approach  to  an  occasionally 
uncomfortable  topic.  It  is  one  that  many 
families  with  typical  children  would  like  to 
avoid;  however,  we  quickly  learned  that 
sexuality  goes  far  beyond  sex  and  is  a  crucial 
component  of  every  human  being. 

Sexuality  affects  our  relationships 
with  friends  and  family  as  we  learn  appro- 
priate behaviors  around  different  people — 
who  it  is  appropriate  to  hug,  to  touch,  to 
shake  hands  with  and  to  wave  to.  It  also  is 
an  important  part  of  our  hygiene.  In  addi- 
tion, it  is  also  a  part  of  the  dreams  we  have  for  our 
children  to  be  loved  as  they  grow  older.  Conse- 
quently, our  children  who  experience  dual  sensory 
impairments  must  be  taught  safety  and  hygiene  and 
sexuality  just  as  they  need  to  be  taught  other  skills. 

During  the  workshop  we  previewed  lots  of 
materials  to  help  teach  these  topics  to  students  who 
are  deaf-blind  or  multiply  handicapped.  It  opened  up 
lots  of  questions  for  parents  and  professionals  because 


"Our  children  who 
experience  dual 
sensory  impair- 
ments must  be 
taught  safety  and 
hygiene  and  sexu- 
ality just  as  they 
need  to  be  taught 
other  skills. " 


many  of  our  children  are  unable  to  view  a  video  or 
have  a  conversation  regarding  these  topics,  it  makes  it 
important  for  parents  to  learn  appropriate  signs  for 
parts  of  the  body  and  concepts  like  "private."  This 
way  we  can  help  our  children  learn  the  difference  in 
public  and  private  behaviors.  We  also  learned  that  as 
parents  we  need  to  question  our  own  be- 
haviors. Do  we  dress  our  children  in  the  liv- 
ing room  because  it's  convenient,  or  do  we 
instead  instill  in  our  children  that  dressing 
and  undressing  must  take  place  in  private? 
These  simple  acts  are  the  beginnings  of 
learning  about  private  and  public  behav- 
iors. Learning  which  people  should  be  al- 
lowed to  touch  us,  and  keeping  our  chil- 
dren safer  from  exploitation. 

I  learned  so  much  from  this  work- 
shop. I'm  grateful  that  my  child  is  still  in  the 
very  early  stages  of  puberty,  and  I  have  a  little  more 
time  to  prepare  myself  for  his  transformation  to  an 
adult.  Though  as  parents  and  teachers  we  may  want 
to  "wish  away"  this  change  in  our  children,  we  must 
face  it  head  on,  just  as  we  do  every  other  challenge  in 
our  lives.  I've  learned  so  much  from  my  son,  and  I 
guess  puberty  is  going  to  be  the  next  opportunity  for 
me  to  again  broaden  my  horizons. 


(Educational  Process  continued  from  page  3) 

I  asked  readers  to  send  me  success  stories,  and 
there  were  several.  Misti  L.  Scott,  whose  eight-year-old  son 
has  both  learning  and  emotional  disabilities,  praised  the 
Olde  Creek  Center  in  Fairfax  County.  "They  provide  a  safe 
environment,  and  they  are  giving  him  a  lop  quality  educa- 
tion." 

Jim  Watson  of  Alexandria  said  he  had  heard  of  Afri- 
can-American children  like  his  daughter  Krissy,  being  ill- 
sen/ed  by  public  schools,  but  could  not  find  any  suitable  pri- 
vate schools  he  could  afford,  so  placed  her  in  the  learning 
disability  program  at  the  Mount  Vernon  Community  School. 
The  results  amazed  him.  "A  little  girl  who  used  to  call  herself 
stupid  because  she  couldn't  learn  like  her  classmates  now 
runs  to  tell  mommy  and  daddy,  'Look!!!  I  got  a  90  on  my 
science  test!'  Last  year  it  was  a  fight  to  get  her  to  do  home- 
work. This  year  she  comes  in  and  does  it  without  being 
told." 

I  will  have  more  to  say  in  the  future,  but  I  cannot 
Improve  upon  a  summary  written  by  Craig  Myers,  a  learning 


disability  teacher  at  Waunkee  (Wl)  High  Schools  with  more 
than  25  years  experience  in  the  field.  "Is  special  education 
worth  it?"  he  said.  "This  is  obviously  a  subjective  question. 
Here  is  what  I  have  experienced.  Before  1975,  students  with 
mild  disabilities  were  seldom  identified  and  routinely  floun- 
dered in  school.  Many  became  dropouts.  Others  struggled  to 
learn  and  graduated,  poorly  prepared  for  life  in  a  complex 
world.  At  that  time,  individuals  with  profound  physical  and 
mental  disabilities  were  routinely  warehoused  in  assorted 
institutions.  Life  offered  few  possibilities.  Today,  students  in 
our  school  that  have  mild  disabilities  learn  to  read,  write  and 
computer.  They  complete  a  normal  course  of  study  and 
overwhelmingly  graduate. ..Many  of  these  individuals  went 
on  to  college  or  tech  school  earning  degrees." 

"Is  special  education  expensive?  Yes.  Are  schools 
the  best  place  to  meet  all  the  needs  of  every  disabled  child? 
Maybe  not.  Do  we  realize  the  success  we  would  like  with  all 
students?  No.  Still,  I  am  convinced  that  my  former  students 
would  not  have  succeeded  to  the  degree  they  did  without 
special  education  services." 

c  2002  The  Washington  Post  Company  reprinted  with  permission 
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Ml  in  fKe  Family  lncludes„SBLMGS  TOO 

by  Nancy  Ann  Sherman,  MS 


Having  a  sister  who  is  deaf-blind  I  liave  ex-  the  same  abuse  to  other  passengers,  picked 
perienced  many  distressing  and  embarrass-  up  the  elderly  lady  and  moved  her  to  safety 
ing  moments  in  my  life.  However,  most  of      just  as  the  bus  came  to  our  stop.  Of  course, 


them  have  become  stories  that  have  be- 
come legend  and  even  brought  amusement 
and  laughter  to  our  family. 

One  such  story  oc- 
curred when  our  en- 
tire family  went  to  the 
World's  Fair  in  New 
Orleans.  We  were 
staying  within  walking 
distance  of  the  World's  Fair,  but  since  we 
had  Sara  Jane  with  us,  we  chose  to  ride  the 
city  bus  back  and  forth  to  the  fair  to  make 
the  trip  easier  and  quicker.  After  one  long 
day  of  touring  the  fair,  we  all  boarded  the 
bus  to  return  to  our  hotel.  Since  the  bus 
was  crowded,  we  were  spread  out  on  the 
bus.  Mother  and  Daddy  were  in  the  back, 
my  sister,  Peggy  Sue,  was  in  the 
middle  somewhere,  we  did  man- 
age to  get  Sara  Jane  in  a  handi- 
capped seat  near  the  front  with 
me  beside  her  and  my  husband 
Michael  standing  in  front  of  us. 


due  to  the  language  barrier,  we  were  un- 
able to  explain  or  apologize  to  the  lady  and 
her  daughter.  We  were  able  to  get  our  fam- 
ily off  the  bus  without  injury  to  ourselves  or 
others,  but  as  we  were  leaving,  we  could 
hear  a  very  heated  discussion  in  Vietnam- 
ese which  I  am  sure  was  not  very  flattering 
to  Sara  Jane  or  any  of  the  rest  of  us  who 
were  with  her. 

Still  unsure  as  to  what  had  provoked  the 
outburst  from  Sara  Jane,  we  proceed  to  the 
elevator  in  our  hotel.  As  we  get  on  the  ele- 
vator, Sara  Jane  crossed  her  legs  and 
grabbed  herself  in  a  manner  which  indicated 
that  she  desperately  needed  to  use  the 
restroom.  We  all  looked  at  each  other  and 
said  "AHA!" 


MichaeL»picked 
up  the  elderly 
lady  and  moved 
her  to  safety  just 
as  the  bus  came 
to  our  stop. 


Seated  on  the  other  side  of  Sara 
Jane  was  a  very  small,  frail,  eld- 
erly, Vietnamese  lady,  with  her 
daughter  standing  in  front  of  her.  About 
half  way  through  the  bus  ride,  Sara  Jane 
became  abusive  to  herself  and  then  to  oth- 
ers, banging  her  head,  pinching  and  biting. 
Always  going  for  the  weak  person,  her  first 
target  was  the  frail,  elderly  lady  sitting  next 
to  her.  The  lady  and  her  daughter  immedi- 
ately began  screaming  something  in  Viet- 
namese. Michael,  knowing  that  he  would 
not  be  able  to  keep  Sara  Jane  from  giving 


I  can  just  hear  the  lady  who  was 
attacked  telling  her  friends  and 
family  about  being  head  butted  by 
a  lady  then  picked  up  by  a  man  on 
the  bus.  We  nearly  had  an  interna- 
tional incident  for  lack  of  a  rest- 
room.  Our  family  rarely  discusses 
what  we  saw  and  did  at  the  World's 
Fair  or  in  New  Orleans,  but  we  love 

telling  the  story  of  Sara  Jane's  incident  on 

the  bus. 


Siblings!  We  welcome  your  contributions  to  the  family 
issues  discussed  in  this  column.  If  you  would  like  to  respond 
to  a  sibling  story,  share  your  own  or  just  get  something  off 
your  chest,  write  to:  Sibling  Column,  Nancy  Ann 
Sherman,  25449  Pecan  Road,  Pass  Christian,  MS  39571- 
9276;  phone/fax:  228-255-5995;  E-mail: 
NANNSherm@aol.com 
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The  Instructional  Materials 
Accessibility  Act  of  2002 


The  Instructional  Materials  Accessibility 
Act  of  2002  (IMAA),  has  been  introduced  in  both 
the  U.S.  House  of  Representatives  and  the  U.S. 
Senate.  The  purpose  of  this  bipartisan  legislation  is 
to  ensure  that  instructional  materials  for  blind  or 
other  people  with  print  disabilities  are  received  in 
an  accessible  medium  (Braille,  synthesized  speech, 
digital  text,  digital  audio,  and  large  print)  at  the 
same  time  as  their  non-disabled  peers. 

The  IMAA  mandates  the  adoption  of  a 
standardized,  national  electronic  file  format.  Pub- 
lishers of  instructional  materials  will  be  required  to 
submit  an  electronic  file  of  all  textbooks  in  this  uni- 
versal file  format.  These  files  will  enable  the  in- 
structional materials  to  be  more  easily  converted 
into  accessible  formats  according  to  an  industry 
standard.  The  IMAA  also  provides  for  a  central  de- 
pository for  these  files,  so  that  state  and  local  agen- 
cies, publishers,  and  other  groups  can  more 
quickly  acquire  the  materials.  A  provision  in  the  bill 
describes  how  state  and  local  education  agencies 
will  be  responsible  for  developing  and  implement- 
ing a  statewide  plan  to  utilize  these  files  to  ensure 
that  blind  or  visually  impaired  students  and  other 
print-disabled  students  may  have  quicker  access  to 
instructional  materials. 

Senators  Christopher  Dodd  (D-CT)  and 
Thad  Cochran  (R-MS)  and  Representatives  Thomas 
Petri  (R-WI)  and  George  Miller  (D-CA)  are  the  lead 
sponsors  of  this  legislation.  Other  members  of  Con- 
gress have  already  signed  on  as  original  co- 
sponsors  of  the  bill. 

-Press  Release  of  the  American  Foundation  for  the  Blind  4/24/2002 


AADB  UPDATE  AND  CONFERENCE 
ANNOUNCEMENT 


AADB,  the  American  Association  for  Deaf- 
Blind,  has  hired  a  new  Executive  Director!  Jamie  McNa- 
mara,  formerly  of  the  National  Technical  Assistance  Con- 
sortium, began  her  new  position  in  May.  Jamie  is  deaf- 
blind  and  has  been  very  active  in  advocating  for  people 
who  are  deaf-blind.  AADB  is  a  national  consumer  advo- 
cacy organization  for  people  who  have  combined  hearing 
and  vision  impairments.  AADB  is  open  to  all  persons  who 
are  deaf-blind  and  individuals  directly  concerned  with 
their  well  being,  including  spouses,  children,  friends,  and 
health  care  professionals. 

AADB's  new  e-mail  address  is  info(5)aadb.org. 
Their  website  is  currently  under  construction.  You'll  be 
able  to  check  them  out  at  www.aadb.org 

AADB  CONFERENCE  UPDATE 

Tom  Sprinkle,  AADB's  Conference  Coordinator,  is 
pleased  to  announce  that  the  2003  AADB  Conference 

will  be  at  San  Diego  State  University  (SDSU)  from  Satur- 
day through  Friday  July  12  -  18,  2003.  It  will  be  at  the 
new  'Village  Center'  which  opened  in  November  2001. 
There  are  apartment-style  suites  next  to  a  dining  building. 
Coffee  and  grill  cafes  are  inside  the  apartment  building. 
There  is  a  swimming  pool,  sand  volley  ball  court  and 
patio  areas  in  which  to  socialize.  SDSU  is  located  about 
10  miles  from  Sea  World  and  the  famous  San  Diego  Zoo, 
and  about  20  minutes  from  the  airport.  The  cost  of  the 
conference  will  be  about  $800  per  person,  so  start  saving 
now! 

For  more  information  contact  Tom  at  (TTY)  310- 
588-6545,  (Fax)  310-588-6545  or  (e-mail)  TOM- 
JILLCSjuno.com 


The  25th  Annual  Seabeck  Deaf-Blind  Retreat  Camp 


The  25th  Annual  Seabeck  Deaf-Blind  Retreat  Camp 
will  be  held  August  24-30,  2003  in  Seabeck,  WA, 
(two  hours  from  Seattle)  for  deaf-blind  adults. 
Sponsored  by  the  Seattle  Lighthouse  for  the  Blind, 
the  retreat  is  a  week-long  event  in  a  beautiful  lo- 
cation balanced  with  activities,  relaxation,  com- 
munication and  support  for  deaf-blind  campers 
and  qualified  volunteer  interpreter/guides.  There  is 
no  cost  for  qualified  volunteer  interpreter/guides 
and  it  is  a  good  opportunity  to  set  up  Independent 
Study  for  Continuing  Education  Units  for  the  Reg- 


istry of  Interpreters  for  the  Deaf. 

For  an  application  or  more  information,  con- 
tact: The  Deaf-Blind  Retreat,  c/o  The  Light- 
house for  the  Blind,  P.O.  Box  14959  Seattle, 
WA  98114;  (206)  436-2216  TTY;  (206)  322- 
4200  Voice;  (206)  436-2234  FAX;  E-mail: 
JArnold@seattlelh.com;  http://www. 
deafblindlh.com/seabeck/index.htm  or  Di  Black, 
Assistive  Technology  Specialist  (206)  436-2137 
TTY,  DBIack@SeattleLH.com 
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About.. .New  Publications! 


The  following  materials  may  be  of  interest  to 
families: 

Calendars  :For  Students  With  Multiple  Impairments 
Including  Deafblindness  /  Blaha,  Robbie.  --  Texas  School 
for  the  Blind  and  Visually  I m paired: 2001,  128.  This  guide 
was  developed  for  staff  and  families  of  students  with 
multiple  impairments  including  deafblindness  and  other 
disabilities.  It  communicates  the  benefits  of  the  calendar 
systems,  provides  information  on  calendar  programming  for 
students,  and  provides  information  on  the  continuum  of 
calendars  for  staff  and  families  to  help  students  expand 
their  skills.  Includes  tips  and  directions  for  anticipation, 
daily,  and  expanded  calendars,  checklists  and  evaluations. 
Available  from  the  Texas  School  for  the  Blind  and  Visually 
Impaired,  Business  Office,  1 1 00  West  45th  Street,  Austin, 
Texas  78756-3494. 

(2002-0029)  The  Complete  lEP  Guide  :How  to  Advocate 
for  Your  Special  Ed  Child/  Siegel,  Lawrence  M.  —  Nolo: 
2001 ,  various  paginations.  The  purpose  of  this  book  is  to 
help  parents  effectively  proceed  on  their  own  through  the 
lEP  process.  This  clear  and  easy-to-read  document  includes 
information  about  special  ed  laws;  obtaining  school  records; 
assessment;  writing  lEP  goals  and  objectives;  preparing  for 
and  participating  in  lEP  meetings;  resolving  disputes;  filing 
complaints;  and  locating  and  working  with  attorneys. 
Sample  lEP  forms  included  .  Available  from:  Nolo,  950 
Parker  Street,  Berkeley,  CA  94710,  (800)  955-4775. 
Publisher's  web  site:  http://www.nolo.com 

(2002-0142)  Deaf-Blind  Multiple  Disabilities  Medicaid 
Waiver  Update  /  Schoen,  Stephen.  2001,  3.  This  article 
discusses  the  development  of  a  Medicaid  Waiver  program  in 
Texas,  specifically  for  persons  who  are  deaf-blind  with 
multiple  disabilities.  The  program  advocated  for  the 
development  of  a  residential  program  tailored  to  meet  the 
needs  of  adults  with  deafblindness.  Frequently  Asked 
Questions  about  the  Medicaid  Waiver,  services  available, 
and  how  to  apply  are  answered.  Available  in  Spanish. 
SEE/HEAR,  vol.  6,  #2,  Fall  2001,  pp.  33-35. 

(2002-0039)  Fact  Sheet  :The  Role  of  the  Intervener  with 
Children  Who  Are  Deaf  blind  2001 ,  2. 
This  fact  sheet  describes  the  role  of  the  intervener  with 
children  who  are  deafblind.  It  provides  a  list  of  specific  roles 
the  intervener  should  play  in  the  life  of  the  child  who  is 
deafblind.  A  list  of  things  to  consider  when  planning  a 
program  for  a  child  with  deafblindness  using  the  services  of 
an  intervenor  is  provided  as  well.  VIBRATIONS  -  Newsletter 


of  Colorado  Services  for  Children  who  Are  Deafblind,  Fall 
2001,  pp.  3-4. 

(2002-0119)  Maintaining  a  Home-School  Relationship 

/  Medina,  Myrna.  -  California  Deaf-Blind  Services:  2001 ,  3. 
This  article  gives  1 2  general  strategies  families  can  use  to 
establish  and  maintain  a  good  relationship  between  home 
and  school.  It  focuses  on  ways  to  keep  lines  of 
communication  open  so  that  families  and  teachers  can  keep 
each  other  updated.  Available  in  Spanish.  RESOURCES,  vol. 
10,  #11,  Fall  2001,  pp.  7-10. 

(2002-0141)  Planning  and  Supporting  a  More  Active  Life 

at  Home /Wiley,  David.  2001,  3. 

This  article  discusses  how  to  create  opportunities  for  more 

participation  by  people  with  deafblindness.  Reviews  reasons 

for  supporting  active  participation,  how  to  create  new 

expectations  for  levels  of  activity,  and  how  to  help  someone 

have  a  more  active  life. 

SEE/HEAR,  vol.  6,  #4,  Fall  2001 ,  pp.  1 5-1 8. 

(2002-0151)  Psychosocial  Issues  of  Deaf-Blindness 

Brennan,  Michael.  2001,  8. 

This  article  is  the  third  in  a  series  exploring  mental  health 
issues  and  deafblindness.  It  explores  some  of  the 
psychosocial  issues  that  many  deaf-  blind  people  experience 
during  their  adjustment  to  vision/hearing  loss.  It  discusses 
issues  of  diversity  in  the  deaf-blind  community,  issues  of 
sensory  input,  and  incidental  learning  and  experiential 
environment.  It  also  reviews  adaptive  behavior, 
communication,  and  issues  related  to  culture  and  language. 
DEAF-BLIND  AMERICAN,  vol.  40,  #4,  October-December 
2001,  pp.  16-24. 


DB-LINK,  The  National  Information  Clearinghouse  on 
Children  Who  Are  Deaf-Blind,  provides  information  to 
support  families,  teachers  and  other  service  providers 
in  their  work  with  deaf- blind  children.  Services  include 
an  extensive  library  of  materials  and  information  spe- 
cialists to  insure  that  you  find  what  you  need.  The 
Clearinghouse  is  federally  funded.  Services  and  prod- 
ucts are  free  of  charge  and  available  to  anyone  needing 
information  about  or  for  deaf-blind  children. 
To  contact  us:  (Voice)  800-438-9376;  (TTY) 
800-854-7013;  Mail:  DB-LINK,  Teactiing 
Researcti,  345  N.  I^onmoutli  Avenue, 
Monmouth,  OR  97361;  E-maii:  DBLINK@tr.wou. 
edu;  Internet:  www.tr. wou.edu/dbiinl</ 
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Products,  seivices  or  activities  listed  in  News 
From  Advocates  for  Deaf-Blind  do  not  imply 
endorsement  by  NFADB,  HKNC  or  Hilton/ 
Perkins.  They  are  provided  for  informational 
purposes  only. 

•  DEAF-BUND  GUIDE  DOG 
USERS 

There  is  a  new  list  on  Yahoo  for 
people  who  are  deaf-blind  with 
guide  dogs.  If  you  want  to 
subscribe,  go  to:  www. 
d  b_gd  og_u  se  rs_su  bscri  be@yahoo 
groups.com 

•  FOR  INFO  ON  SPECIAL  ED 
ADVOCACY 

WrightsLaw  is  a  website  that 
provides  information  about 
effective  advocacy  for  children 
with  disabilities.  You  will  find 
hundreds  of  articles,  cases, 
newsletters,  and  other  information 
about  special  education  law  and 
advocacy  in  the  their  Advocacy 
and  Law  Libraries.  New  parents 
can  download  and  read 
Advocating  for  Your  Child  - 
Getting  Started  and  the 
Wrightslaw  Game  Plan  for  New 
Parents.  Go  to:  www.wrightslaw. 
com 

•  REFSUM  LISTSERV  STARTED 

Interested  parties  are  encouraged 
to  join  this  discussion  group.  Little 
is  known  Refsum.  Talk  to  others, 
share  and  learn.  Go  to:  http:// 
groups.yahoo.com/group/ 
refsums_discussion 

•  ELECTRONIC  BOOKS 

WWW.BOOK5HARE.ORG  is  a 
website  that  allows  paying 
members  with  visual  or  reading 
disabilities  to  download  books  in 
either  text,  html,  digital  Braille 
(BRF)  and  digital  talking  book 
format  (DAISY). 


^'^July  22-26,  2002 
Deaf-Blind  Summer  Institute 
Location:  University  of  Nebraska- 
Lincoln    Barkley    Center,    East 
Campus 

Dr.  Barbara  McLetchie  of  the 
Hilton  Perkins  Program,  Boston, 
MA  will  teach  a  two-day  session 
on  concept  development, 
teaching  strategies,  and 
communication  for  children  with 
multiple  disabilities  and/or  dual 
sensory  impairments.  Dr.  Christine 
Roman  of  Marshall  University, 
WV,  will  teach  a  three-day  session 
focusing  on  vision  losses  of  young 
children  birth  to  age  eight.  The 
primary  focus  will  be  on 
assessment  and  intervention 
strategies  for  young  children  with 
cortical  visual  impairments  (CVI), 
many  with  multiple  disabilities. 
Contact:  Teresa  Coonts,  69  49 
South  110th  Street,  Omaha  NE 
68128:  phone:  402-595-1810; 
Fax:402-597-4811 

"^    August  22-24,  2002 
Visions  2002:  Seeing  the  Light 
Location:  Chicago,  IL 
Sponsored     by:     Foundation 
Fighting  Blindness 
Come  to  FFB's  annual  conference 
to  hear  about  the  latest  research; 
resources    to     help     maintain 
independence;     coping     and 
support  sessions  with  others  with 
similar  conditions  and  their  family 
members;    and    networking    and 
socials    to    connect   with    friends 
Contact:  FEB  at  888-683-5555  or 
410-568-0150     or      at      their 


website:  www.blindness.org/ 
html/annual/wannual.html 

^'^ October  17-20,  2002 
32nd     Southeast     Regional 
Institute  on  Deafness  (SERID) 
Location:     Hyatt     Regency, 
Lexington,  KY 

"Teamwork  Wins  Races"  is  the 
theme  for  this  Institute.  Topics 
include  Enhancing  Service  Delivery 
to  Persons  Who  are  Deaf  And  Low 
Functioning;  When  a  Disaster 
Strikes:  The  Community  Response 
to  Deaf,  Deaf-Blind  and  Hard-of- 
l-learing,  Treating  Child  Behavior 
Problems:  An  Internet  Based  Parent 
Consultation  Program 
Contact:  Sandra  Isaac  at  800-346- 
2115  or  Sandra.lsaac@mail. state, 
ky.us 

"^Marc/i  31 -April  2,  2003. 
'^Ken-Crest  Services  5th  National 
Conference  on 
Children  who  are  Medically 
Fragile  or  Technology 
Dependent:  "Building 
Relationships,  Respecting 
Diversity" 

/.ocafi'on.-Philadelphia,  PA. 
Confact  ;kencrest@kencrest.org 


"^    August  5-10,  2003 

13th  International  Conference  of 

Deafblind  International 

'^Communication  is  the  Key  to 

Opening  Doors  Worldwide  For 

People  Who  Are  Deafblind/' 

Location:    Mississauga,    Ontario, 

Canada 

The    Canadian    Deaf-Blind    and 

Rubella  Association  is  hosting  this 

conference.     Go     to:www. 

dbiconferencecanada.com 
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REGION  1,  ELIZABETH  C0RTH0UT5,  a  MA  ME  NH  Rl  VT 
Phone:  860-633-0042;  fax:  860-657-9671 
E-mail:  Corthouts@hotmail.com 

This  year,  the  New  England  Center  (NEC)  Deafblind 
Project  and  Hilton/Perkins  Program  hosted  a  Family 
Weekend  retreat  in  Falmouth,  MA.  Harry  Anderson 
of  the  American  Association  of  Deafblind  Adults  and 
Dr.  Jerry  Petroff  of  the  New  Jersey  Deafblind  Project, 
addressed  the  audience  on  the  topic  of  Self- 
Determination.  The  weekend  stressed  knowing  what 
you  want  and  how  to  get  there.  NEC  continues  to  be 
a  major  source  of  support  for  children  who  are  deaf- 
blind and  their  families.  Some  of  the  topics  that  have 
been  addressed  this  year  are:  developing  functional 
goals  and  objectives,  assessment  of  children  who  are 
deaf-blind,  improving  services  for  blind  and  visually 
impaired,  and  technology  for  people  with  visual 
impairments. 

Connecticut:  The  CT  United  Network  Board  has 
been  meeting  with  the  goal  of  re-establishing  the 
parent  group  with  a  general  meeting  in  Fall  2002. 

REGION  2,  SHERI  STANGER,  NJ  NY  PR  VI 
Phone:  914-478-7248;  fax:  914-478-1204 
E-mail:  SheriMEd@aol.com 

In  the  wake  of  the  September  11,  2001  tragedy  we 
are  all  reminded  of  the  importance  of  family  and 
community.  Many  of  us  from  Region  2  have  strongly 
felt  the  impact  of  the  loss  of  lives  and  I  send  my 
sincerest  sympathies  to  anyone  who  may  have  lost  a 
loved  one.  Our  hopes  to  make  this  a  better  world 
for  people  who  are  deaf-blind  as  well  as  all  people 
seems  more  pressing.  I  would  like  to  update  you  on 
the  work  that  is  going  on  in  our  region  that  affects 
the  lives  of  our  family  members  and  friends  who  are 
deaf-blind. 

New  Jersey:  Congratulations  to  Dr.  Jerry  Petroff  on 
his  new  position  as  Associate  Professor  in  Special 
Education  at  the  College  of  New  Jersey  in  Ewing,  NJ. 
He  will  be  teaching  and  supervising  with  a  specialty 
in  low  incidence  disability  groups.  He  relinquished 
his  position  as  Project  Director  for  the  New  Jersey 
Technical  Assistance  Project  (NJ-TAP)  in  January 
2002,    but   keeps   a   relationship  with    NJ-TAP   by 


providing  some  technical  assistance  services.  We 
wish  you  the  best,  Jerry!  Eva  Scott  and  Cindy 
Ruetsch  continue  to  be  Project  Coordinators  and 
Blanche  Stetler  continues  as  the  project's  Family 
Specialist. 

NJ-TAP  is  heavily  entrenched  in  the  state 
improvement  grant  for  professional  development, 
systems  change  and  improving  Inter-agency 
collaboration  for  people  with  deaf-blindness.  There 
have  been  many  requests  for  technical  assistance  as 
well.  To  help  with  technical  assistance  from  a  parent 
perspective,  the  Parent  Consultant  Network  has 
been  established.  Seven  parents  assist  with  technical 
assistance  in  facilitation,  parent-to-parent  work  and 
lending  insight. .PRISM,  New  Jersey's  deaf-blind 
parent  group,  renewed  its  grant  and  Is  currently 
partnering  with  NJ-TAP  and  organizing  its  board. ..A 
retreat,  in  August  2001  with  people  from  NJ-TAP, 
the  Parent  Consultant  Network,  case  workers  from 
the  Commission  for  the  Blind  and  Visually  Impaired, 
and  our  region's  new  Helen  Keller  National  Center 
representative,  Michael  Brennan.  NJ-TAP  is  also 
participating  in  an  advisory  group  to  develop  a 
formal  SSP  (Support  Service  Provider)  program  In  NJ 
for  consumers  as  well  as  participating  in  a  work 
group  to  redesign  the  certification  requirements  for 
teachers  of  the  blind  and  visually  impaired. 

The  Family  Learning  Weekend  sponsored  by  NJ- 
TAP,  was  held  from  February  9-10,  2002  in  Mt. 
Laurel,  NJ.  It  was  a  "Train  the  Trainer"  workshop  that 
focused  on  Person  Centered  Planning  and  building  a 
positive  student  profile.  Six  families  and  three 
professionals  were  in  attendance. 

New  York:  New  York  State  Technical  Assistance 
Project  (NYS/TAP)  is  very  busy  with  technical 
assistance  services  throughout  the  state.  The  NY 
State  Transition  Partnership  Third  Transition  Institute 
was  held  in  Syracuse,  NY,  from  December  12-14, 
2001 .  It  was  a  very  successful  and  informative  3  days 
with  over  80  people  in  attendance.  The  New  York 
State  Transition  Partnership,  NYSATAP,  the  NYS 
Education  Department,  the  New  York  State 
Commission  for  the  Blind  and  Visually  Handicapped 
and    the    New    York    Parent    Network    (NYPN) 

(REGIONAL  FORUM  continued  on  page  14) 
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sponsored  this  partnership  for  consumer  and  family 
empowerment.  Community  based  rehabilitation 
workers  and  OMRDD  (Office  of  Mental  Retardation 
and  Developmental  Disabilities)  case  managers,  as 
well  as  parents  and  myself,  attended.  The  keynote 
speaker  was  Mr.  Harry  Anderson,  President  of  the 
American  Association  of  Deaf-Blind  (AADB),  who 
spoke  on  Self-Determination.  The  New  York  Parent 
Network  also  held  a  very  successful  meeting  during 
the  Transition  Institute.  The  President  of  NYPN,  Mary 
Conlon,  states  that  the  annual  board  meeting  was 
held  last  November  with  a  renewed  commitment  to 
maintain  a  parent  run  information  and  support 
program.  Board  members  are  Carol  Kuklo,  Bill  Lui, 
Lauretta  Randolph,  Mary  Conlon,  Sheila  Wilson,  Vera 
Safai  and  Clara  Berg.  Members  of  the  board  hail  from 
all  parts  of  New  York  State. 

NFADB  welcomes  Emily  (Leyenberger)  Pfohl  to  NYS/ 
TAP  as  an  educational  consultant  for  upstate  NY  and 
other  statewide  work.  She  will  also  serve  on  the  NY 
State  Transition  Partnership  statewide  committee  and 
serve  as  the  chairperson  for  the  academic  task  force. 
We  look  forward  to  working  with  you  Emily! 

Puerto  Rico:  I  met  some  wonderful  families  from 
Puerto  Rico  at  NFADB's  Annual  Conference  in 
Miami,  FL,  last  summer.  Four  families  and  Project 
Director  Marta  Sanabria  attended.  Many  of  the 
families  became  NFADB  members  and  I  would  like  to 
welcome  them  to  our  family.  I  hope  to  work  more 
closely  with  them  in  the  coming  year. 

Until  next  time,  I  wish  everyone  peace. 

PEGION  3,  PC  DE  MP  PA  VA  WV 

Maryland:  The  State  of  MD  has  a  program  called 
Maryland  Accessible  Telecommunications.  It  allows 
SSI,  SSDI,  AFDCATCA  or  TEMHA  recipients  who  are 
deaf,  hard  of  hearing,  deaf-blind,  speech  disabled  or 
those  having  functional  difficulty  using  the  telephone 
to  receive  specialized  telephone  equipment  and 
services,  such  as  TTYs,  amplified  handsets  and  other 
assistive  devices  to  qualified  applicants.  Highly 
specialized  equipment,  such  as  telebraille  machines, 
will  also  be  provided,  based  on  evaluation  of  the 
recipient's  unique  needs  by  the  MD  technology 
Assistance  Program  (MD-TAP).  Recipients  of  these 
items  retain  ownership  of  the  devices  as  long  as  they 


continue  to  reside  in  MD.  For  more  information,  call 
800-552-7724  or  visit  their  website  at  www.mdrelay. 
org 

REGION  4A,  MAURICE  ESCOBAR  AL  FL  GA  M5 
Phone/fax:  954-447-7446 
E-mail:  totomau@aol.com 

Florida:  A  "Walk  and  Roll"  event,  which  is  a  5K  Walk 
or  1-mile  Fun  Walk,  was  held  on  April  13th  in 
Broward  County,  Florida  at  the  "Markham  Park."  All 
profits  from  this  event  went  to  the  Schott 
Communities  to  continue  services  and  programs  and 
to  build  residential  communities  for  the  deaf  or 
disabled.  The  mission  of  Schott  Communities  is 
ministry  to  persons  who  are  deaf  or  disabled  in  a 
caring  community,  offering  programs  and  services 
that  strengthen,  maintain  and  promote  self 
actualization  and  self  respect  through  education, 
socialization,  and  spiritual  formation.  For  more 
information,  visit  their  website:  www. 
schottcommunities.org 

"National  Youth  Service  Day"  was  presented  by  State 
Farm  Insurance  in  partnership  with  Youth  Service 
America  (YSA).  YSA  supports  outstanding  community 
efforts  and  strives  to  engage  students  in  active 
involvement  in  their  own  education  and  the 
communities  in  which  they  live.  This  event, 
sponsored  by  "Hands  On-Miami  Inc."  for  National 
Youth  Service  Day,  was  held  on  Saturday,  April  27. 
YSA  believes  that  inclusion  and  diversity  are  the 
cornerstones  of  the  service  ethic.  To  allow  everyone 
the  opportunity  for  greatness,  they  encourage  and 
challenge  you  to  consider  ways  to  involve  volunteers 
with  disabilities  in  your  community  service 
programming.  It  is  imperative  that  we  all  begin  to 
view  individuals  with  disabilities  as  valuable,  skilled 
resources  rather  than  people  who  are  only  able  to 
participate  on  the  receiving  end  of  community 
service.  For  more  information  about  engaging  youth 
disabilities  in  service,  visit  www.YSA.org/nysd 

REGION  4&,  BILL  HULL   KY  NC  5C  TN 
Phone/fax:  864-585-5870 
E-mail:  scyankee@juno.com 

Kentucky:  The  following  activities  are  planned  or 
have  recently  taken  place  in  the  state: 

(REGIONAL  FORUM  continued  on  page  15) 
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May  16-19:  KY  Deaf-Blind  Association  Retreat 
June  -  August:  The  four  regional  transition  teams  will 
continue  to  hold  their  quarterly  meetings.  Project 
staff  will  be  conducting  ongoing  assessments,  on-site 
technical  assistance  visits,  on-site  follow-up  of  new 
referrals  and  Personal  Futures  Planning  meetings. 
June:  staff  will  be  presenting  at  KY's  statewide  Early 
Childhood  Conference. 

July:  project  staff  will  be  presenting  at  the 
International  Association  for  Education  and 
Rehabilitation  (AER)  conference  to  be  held  in 
Toronto,  Canada. 

June/July:  Project  staff  will  be  conducting 
coursework  for  the  United  Kingdom.  In  addition,  we 
will  continue  with  all  project  activities.  Formal 
training  events  will  resume  in  the  fall. 

North  Carolina:The  NC  Deaf-Blind  Summer 
Conference  (NC  Deaf-Blind  Multi-Handicap 
Association)  is  tentatively  set  for  June  28'^  to  July  2"^^ 
at  the  Embassy  Suites  in  Greensboro,  NC.  This  year's 
annual  meeting  will  focus  on  Self  Determination. 
There  will  also  be  workshops  on  estates  and  wills. 
These  topics  will  give  opportunities  for  us  to 
understand  and  prepare  for  the  future  needs  of  our 
children.  We  will  also  be  working  on  other  activities, 
such  as  Experience  Books.  Families  and  their 
teachers  are  encouraged  to  attend.  This  is  the  one 
time  a  year  we  can  all  get  together  and  have  the 
membership  meeting  for  NC  Deaf-Blind  Multi- 
handicap  Association.  This  allows  everyone  the 
opportunity  to  communicate  the  needs  of  the  deaf- 
blind  children  in  our  state.  Elections  will  also  be  at 
this  meeting.  Think  about  how  you  may  like  to  serve! 
Please  make  every  effort  to  attend  this  conference. 
Contact:  Chris  Jones  at  NC  Project  for  Children  and 
Young  Adults  who  are  Deaf  Blind  at  91 9-807-3991 

North  Carolina  Deaf-Blind  Associates  had  their 
biannual  conference  in  Wilson,  NC  June  27'*'  to  June 
30""  2002.  For  information  about  future  conferences 
contact:  Stephanie  Johnson  at  Stephanie. 
Johnson@ncmail.net  or  Barbara  Berry  at  919-715- 
3732. 

South  Carolina:  Marcia  Kelly,  Director  of  the  South 
Carolina  Deaf-Blind  Project,  and  Suzanne  Long, 
Deaf-Blind  Project  Coordinator,  are  in  the  process  of 
training  parents,  professionals  and  teachers  teams  in 
transition  for  students.  These  teams  will  complete  the 


last  part  of  their  training  in  October  2002. ..For 
information  about  the  deaf-blind  census  registration 
or  for  the  services  of  the  Deaf-Blind  Project,  please 
contact  Marcia  at  803-734-8222 

Establishment  of  SC  Parent  Organization 

We  need  a  parent  support  organization  for  parents 
of  school  age  children  and  adults  with  deaf- 
blindness.  If  you  want  to  help  organize  the  SC  Deaf- 
Blind  Multi-Handicap  Association  for  Children 
and  Adults  please  contact:  William  Hull  804-585- 
5870  or  e-mail:  Scyankee@juno.com;  or  Suzanne 
Long,  Pee  Dee  Education  Center  at  843-669-2339 
Ext.27. 

To   receive  the   SC   Deaf-Blind    Project   Newsletter 
"Linking  Individuals"  contact:     Suzanne  Long,  Pee 
Dee  Education  Center  @  843-669-2339  Ext.27  or 
email:  Suzann@PDEC. State. sc. us 
Tennessee:  The  Helen  Keller  Festival  in  Tuscumbia, 
Alabama  is  an  annual  event  celebrating  Helen 
Keller's  birthday,  June  27th.  Members, of  the 
Tennessee  Organization  for  Deaf-Blind  are  making 
craft  items  in  preparation  for  next  year's  festival.  If 
you  want  to  help  in  anyway  contact:  Cathy  Steger  at 
615-313-4917  (voice);  613-313-6601  (TTY);  800- 
628-7818  (TN  only);  or  e-mail:  cathy.steger@state. 
tn.us 

Camp  Tennessee  Organization  for  Deaf-Blind  Inc. 
will  take  place  at  Mt.  Juliet,  TN  on  the  shores  of  Old 
Lake  Hickory  in  August.  A  large  air-conditioned 
recreation  room  is  available  for  meals  and  games; 
crafts  and  workshops  will  also  be  available.  A 
lifeguard  will  be  on  duty  daily  during  center  hours  at 
the  wheelchair  accessible  pool.  There  will  be 
Pontoon  boating,  canoeing,  hiking  trails  and  paved 
walkways.  All  are  accessible.  Fun!  Fun!  Fun!  For 
more  information  contact  Cathy  Steger  at  the  contact 
information  listed  above. 

The  Tennessee  School  for  the  Deaf  (TSD)  will  host 
two  summer  camps  this  summer  for  deaf  and  hard- 
of-hearing  students  from  TSD  and  other  programs  in 
Tennessee.  The  camps  will  be  recreational  in  nature 
and  offer  a  unique  opportunity  for  all  deaf  peers  to 
get  together  and  have  fun  while  developing 
friendships,  leadership  skills  and  self-esteem.  The 
campus  of  the  TSD  will  serve  as  a  center  for  these 
camps,  but  activities  will  occur  in  other  recreational 

(REGIONAL  FORUM  continued  on  page  16) 


Mews  From  Advocates  for  Deaf-Blind  MFADB.ORQ 


15 


Summer  2002 


(REGIONAL  FORUM  continued  from  page  15) 

areas  in  East  Tennessee  and  North  Carolina. 

Middle  School  Camp  -  July  7^  to  July  1 2th 

this  camp  is  for  students  entering  4*,  5'^  6'*"  and  7'*" 
grade.  A  variety  of  high  adventure  activities  will  be 
offered  such  as  hiking,  rock  climbing,  and 
horseback  riding,  swimming,  caving  and  tubing. 
Campers  will  sleep  in  a  cabin  as  well  as  camp 
outdoors  during  part  of  their  experience.  If  you  like 
to  be  active  and  run,  climb  and  swim,  then  this 
camp  is  for  YOU!! 

High  School  Camp  -  July  1 4*  to  July  1 9* 

This  camp  is  for  students  who  are  entering  grades  8 
through  12.  Whether  by  canoe,  raft,  foot  or  two 
wheels,  we  will  be  exploring  beautiful  East 
Tennessee  and  the  Smoke  Mountains.  Campers 
can  count  on  high  adventure  with  the  maximum  of 
fun.  If  you  are  into  adventure  and  the  great 
outdoors,  this  camp  is  for  you.  Just  ask  any  of  the 
students  who  have  attended  TSD  Summer  Camp  in 
the  past. 

Both  camps  will  be  staffed  by  experienced  adults 
who  have  worked  with  deaf  .and  hard-of-hearing 
students  in  a  variety  of  settings.  Signed  English,  ASL 
and  speech  will  be  used  at  the  camp.  Interaction 
with  deaf  adults  will  be  encouraged.  For  more 
information  please  call  865-579-2418  (VADD) 

^EGlOri  5,  CYNTHIA  JACKSON-GLENN  IL  IN  OH  MI  MM  WI 
Phone:  573-681-5136;  fax:  513-681-5147 
E-mail:  cyn98onm@fuse.net 

Indiana:  After  a  very  successful  swim  party  back  in 
March,  the  Indiana  DeafBlind  Services  Project  had 
its  Family  Weekend  for  families  of  younger  children 
April  19'*^  -  21=*  in  Terre  Haute.  Their  Family 
Weekend  for  families  of  older  children  is  set  for 
October  18'^  -  20'^  at  Bradford  Woods,  a  fully 
accessible  campsite.  For  more  information  on  the 
events,  contact  Karen  Goehl  or  Lisa  Poff  at  800- 
622-3035. 

Illinois:  The  Illinois  Advocates  for  Deaf-Blind 
(lADB)  is  the  parent  group  sponsored  by  Project 
Reach-Illinois  Deaf-Blind  Services.  Their  Family 
Weekend  was  held  June  28**^  -  29'*"  in  Downer's 
Grove    at    the    Doubletree    Suites.     For    more 


LIVING  HONOR  GIFT,  MEMORIAL.  OR 
CONTRIBUTION 

to 
The  National  Family  Association  For  Deaf-Blind 


Enclosed  is  $ 

honor  or  memory  of 


given  as  a  contribution  or  as  a  gift  in 


Q  Living  Honor  -  A  tribute  to  someone  you  wish  to  honor 
while  they  are  present  to  enjoy  your  thoughtfulness. 

□  Memorial  -  A  gift  in  honor  of  someone  who  has  passed  on. 
The  notice  of  this  thoughtfulness  will  be  sent  to  whomever 
you  specify. 

□  Mary  Margaret  O'Donnell  Memorial  Fund  -  An  ongoing 
fund  established  in  memory  of  our  former  president. 

Q  Contribution  to  NFADB  -  to  be  used  as  needed. 

All  honors,  memorials  and  contributions  are  tax  deductible 

and  are  used  to  further  the  goals  and  activities  of  NFADB. 


Please  send  a  note  about  this  gift  to: 

Name: 

Address: 

City: 
GIVEN  BY: 

State:              Zip: 

Address: 

City: 

State:             Zip: 

Send  this  form  with  your  donation  to: 

NFADB 
111  Middle  Neck  Road 
Sands  Point,  NY  11050 

Thank  you! 


information,     contact    Gary    or    Jamie     Bilek    at 
gcbilek@aol.com. 

Michigan:  the  Family  Weekend  Retreat  will  be  held 
August  1 6-1 8,  2002  at  the  Michigan  School  for  the 
Blind.  For  further  information,  contact  Patti  Nowak  at 
888-758-0508. 

Minnesota:  MN  Deaf-Blind  Project  has  set  up  a 
program  called  The  Family  Internet  Connection  as  a 
means  of  keeping  families  In  touch  with  each  other. 
Their  Project's  Family  Weekend,  set  for  November  I''  - 
3"^,  is  entitled  'Children  Linking  Families.'  The  main 
service  provided  by  MN's  Deaf-Blind  Project  is 
providing  technical  assistance  to  families  and  schools  by 
a  unique  team  consisting  of  the  a  parent,  educator  and 
pediatrician. 
The  project  sees  a  unique  need  for  fathers  to  network. 
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To  this  end,  the  Department  of  Human  Services  in  MN  California:  CA  Deaf-Blind  Services  (CDBS)  recently 
has  provided  funds  to  host  a  "Dad's  Night  Out"  at  a  conducted  two  family  workshops  on  supported  living 
retreat  center  in  the  woods.  Fathers  will  participate  in  and  creative  living  options.  The  southern  workshop  was 
outdoor  activities  as  well  as  facilitated  discussion.  This  is  held  in  San  Diego  in  collaboration  with  San  Diego  City 
a  first  for  our  project!  For  more  information  about  School  and  its  NEED  Outreach  Project.  The  northern 
either  activity,  contact  Sally  Prouty  at  61 2-638-1 525.        workshop  was  held  in  Santa  Clara  in  collaboration  with 

Parents  Helping  Parents.  Eighty-one  people  attended 
OhioAVisconsin:  The  Great  Lakes  Area  Regional  the  full-day  trainings.  These  individuals  have  returned 
Center  for  DeafBlind  Educators  (GLARC)  is  sponsoring  to  their  home  areas  with  considerable  interest  and 
the  Family  Weekend  of  both  states.  Ohio's  is  energy  on  this  issue.  CDBS  sent  a  condensed  2-hour 
scheduled  for  August  9^*^  to  11'^  and  Wisconsin's  is  videotape  version  of  this  training  to  all  the  state  deaf- 
slated  for  August  23^^^  to  25'^  The  TAP  (Technical  blind  projects  around  the  country. 
Assistance  Program)  from  Ohio  and  Wisconsin  sent  staff 

for  training  to  the  Helen  Keller  National  Center  CDBS  sponsored  a  state  conference  on  deaf-blindness 
(HKNC),  June  17*^  to  2r'...Two  students  from  Ohio  and  ""  May  in  San  Diego  featuring  Dr.  Jan  van  Dijk  of  the 
one  from  Wisconsin  will  attend  the  D/B  Transitions  Netherlands.  The  conference  also  served  as  the  annual 
Camp  in  Lancing  July  2r' to  24'^  GLARC  will  also  host  meeting  of  the  CDBS  Network  of  Family  Support 
the  meeting  for  the  American  Association  for  Deaf-  Providers.  CDBS  supported  the  Family  Support 
Blind  (AADB)  D/B  Mentoring  Projects  on  August  3^^^  and  Providers  to  attend  the  conference  to  increase  their 
4'^   For  more  information,  contact  Emily  Taylor-Snell  at  general     knowledge     about     deaf-blindness. 

614-785-1163. 

COPE-DB  (Coalition  of  Parents  &  Educators  Deaf- 
REGION  9  PEARL  VEESART  AZ  CA  HI  NM  Pacific  Islands  Blind),  California's  family  organization,  will  sponsor 
Phone/fax  -  805-528-5673  three  regional  family  picnics  this  summer:  Sonoma  in 

E-mail:  pearlv@thegnd.net  June,    Los    Angeles    in    August,    and    Bakersfield    in 

September.    The    picnics    are    always    great    fun    for 
Arizona:  Deafblind  Specialist  Cindi  Robinson,  Parent       everyone  and  provide  families  a  chance  to  meet  one 
Liaison  Kim  Lauger,  and  Project  Director  Earlene  Dykes    another    while    the    kids    are    provided    plenty    of 
filed  the  following  report  about  their  state  deaf-blind        recreational  activities, 
children's  project: 

Arizona  staff  are  busy  training  interveners  to  work  with  For  more  information  about  any  of  these  activities, 
their  children  who  are  deafblind.  This  is  the  third  year  contact  Patti  Figueroa  at  CDBS:  800-822-7884  ext.  27 
of  comprehensive  intervener  training  in  Arizona,  and  (voiceATY)   or  from   outside   California  at  415-239- 
we  are  very  excited  about  the  results.  We  are  seeing  8089. 
children  making  gains  in  every  area  regardless  of  how 

old  they  were  when  they  first  began  working  with  their  The  American  Association  of  Deaf-Blind  (AADB)  has 
intervener.  These  students  are  communicating  more  announced  their  next  national  convention  will  be  in 
purposefully,  understanding  a  wide  range  of  concepts,  San  Diego,  July  12-18  2003.  Save  that  date! 
making  choices  and  advocating  for  themselves,  gaining 

access  to  previously  unavailable  information  in  the  The  Deaf-Blind  program  at  the  Rose  Resnick  Lighthouse 
environment,  and  developing  meaningful  relationships  in  San  Francisco,  is  recruiting  volunteers  (deaf  or 
with  peers  and  adults.  Overall  the  children  with  hearing)  to  assist  deaf-blind  clients  in  a  personal 
interveners  are  less  isolated  and  far  more  independent,    services  capacity  such  as  reading  mail,  assisting  with 

groceries  or  even  companionship.  For  more 
Cindi  Robinson  and  Kim  Lauger  presented  on  information  contact:  Sook  Hee  Choi,  Deaf-Blind 
intervention  May  16th  at  the  California  Conference  on  Specialist  TTY:  415-431-45  72;  e-mail: 
Deafblindness  in  San  Diego.  Contact  Cindi  (520)  770-  schoi(2)Iighthouse-sf.org  or  Donna  Amburn,  Volunteer 
3680  or  Kim  (kim(a)paxis. org)  for  more  information  on  Coordinator  phone:  415-431-1481  or  e-mail: 
intervention.  damburn(a>lighthouse-sf.org 
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Northern  California  Association  of  Deaf-Blind  In  May  of  2001,  the  project  developed  a  transition 
(NCADB)  hosts  events  on  the  first  Saturday  of  each  guide  for  new  teachers  and  schools  entitled  "Can  You 
rnonth.  For  more  information  contact:  Jill  Sprinkle,  Please  Tell  My  New  Teacher:  A  Parent/Teacher  Guide 
President,  at:  jilltom7@aol.com  to  Successful  Transitions."  The  book  has  been  widely 

distributed  and  there  has  been  much  positive  feedback 
The  Braille  Institute  of  LA  sponsored  a  presentation  in  about  the  quality  of  the  guide  and  its  user-friendly 
April  on  new  research  and  treatment  for  Usher  format.  Those  interested  in  acquiring  the  guide  (cost  is 
Syndrome.  Dr  William  Kimberling  and  Connie  Miles  of  $5  to  cover  shipping  and  handling)  can  receive 
Boy's  Town  National  Research  Hospital  shared  that  ordering  information  by  calling  the  project  at  775-784- 
information.  6471 . 

Hawaii:  The  Pacific  Rim  (Pac  Rim)  conference  was  The  project  was  pleased  to  host  our  10th  Annual 
held  in  HI  in  March.  Parent  Conference  on  May  2-3,  2002.  There  were 

sessions    on    coping/stress    management,    play    and 
Nevada:    The    project   continues   to    be    under  the  recreation,     communication,    sexuality,     positive 
direction    of   MaryAnn    Demchak   with   the    help   of  behavioral  support,  educational  transitions  and  lEPs. 
Project  Coordinator,  Marty  Elquist.   Both  are  looking  Almost  30  participants  registered! 
forward  to  many  more  successful  years  in  providing 

services  to  assist  individuals,  birth  through  21,  with  Pacific  Islands:  Can  you  name  the  islands  that 
vision  and  hearing  impairments  in  Nevada.  comprise  the  Pacific  Islands?  (See  answer  at  the  end 

of  this  report.)  They  are  served  through  the  Pacific 
The  Nevada  Dual  Sensory  Impairment  Project  has  Outreach  Partnerships  for  Parent  Empowerment 
been  very  active  over  the  past  year.  They  currently  (POPPE)  Project.  If  you  would  like  to  see  a  map  of  this 
have  91  individuals,  birth  through  21,  identified  with  region  go  to  the  website  of  the  Pacific  Partnerships  for 
dual  sensory  impairments  in.  the  state.  Providing  Technical  Assistance  for  Children  Who  are  Deaf-Blind 
ongoing  services  (e.g.,  on-site  technical  assistance,  (PRTEC)  <www.hawaii.edu/prtec/3_teams.htm> 
lending    library,    workshops    &    trainings,    website, 

parent-to-parent  support  network,  teacher-to-teacher  Yap  Parent  Partnership  Network  (YPPN)  is  an  active 
support  network,  quarterly  newsletter)  to  parents  and  group  with  20  families.  They  meet  monthly  and  are 
teachers  of  these  individuals  continues  to  keep  us  very  interested  in  advocacy  training, 
busy. 

Answer  to  the  Pacific  Island  question:  The  Pacific 
They  also  sponsored  three  trainings  over  the  past  year  Islands  include  Federated  States  of  Micronesia  (Kosrae, 
via  distance  learning  technology.  The  training  topics  Pohnpei,  Chuuk,  Yap),  Republic  of  Palau,  Republic  of 
included  Cortical  Visual  Impairment,  Using  Cues  to  the  Marshall  Islands,  American  Somoa, 
Enhance  Receptive  Communication,  and  Using  Cues  to  Commonwealth  of  the  Northern  Mariannas,  and 
Enhance  Expressive  Communication.  The  trainings  were  Guam, 
open  to  parents,  paraprofessionals,  teachers, 
and  other  related  service  providers.  REGION  10,  TRACY  JESS,  AK  IP  OR  WA 

Phone:425-820-5574;  fax:  425-828-3628 
Last  spring  the   project  screened   vision   (e.g.,   near  E-mail:  jesstracy@yahoo.com 
vision,  distance  vision,  visual  fields,  dark  adaptation, 

color)  of  children  who  were  previously  identified  with  Alaska:  Alaska  had  a  conference  in  February  on  "Sex 
a  hearing  impairment.  This  statewide  initiative  resulted  Education   and   Sexuality."   NFADB's  Vice   President 
in  screening  136  individuals,  40  of  whom  were  then  Molly  Coulter  attended.  See  Molly's  article  on  page  8. 
referred  for  further  testing.  By  the  end  of  the  school 
year,    every   school    district   in   the   state   will    have  Idaho:  No  contact 
participated. 

(Regional  Forum  continued  on  page  19) 
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(Self  Determination  continued  from  page  1) 

The  workshop  will  focus  on  helping  parents 
understand  the  concept  of  self-determination,  why  self- 
determination  matters,  identifying  family  values  that 
promote  self-determination,  recognizing  opportunities 
for  decision  making  and  dealing  with  the  results  of  our 
decisions.  Family  members  who  are  trained  in  self- 
determination  will  be  enabled  to  identify  where  and 
how  they  can  provide  opportunities  for  increased 
personal  control  for  the  person  who  is  deaf-blind. 
Learning  about  self-determination  can  enhance  an  entire 
family's  ability  to  support  greater  personal  control  for  all 
its  members. 

A  half-day  session  will  also  be  offered  on 
assistive  technology  (AT).  This  session  will  discuss  what 
AT  is,  helpful  things  to  consider  when  selecting  AT  and 
the  critical  importance  of  using  appropriate  and 
meaningful  AT  when  promoting  self-determination  in 
the  child  who  is  deaf-blind.  We  look  forward  to  learning 
more  about  self-determination  in  August!  T 


WELCOME  MEW/REMEWIMG  MEMBERS! 


Region  1  -  CT —  Carol  Zaccara;  MA  -  Lisa  Jacobs; 

VT  -  Chigee  Cloninger — University  of  Vermont 

Region  2  -  NJ  -  Rose  Marie  Zuzuro;  NY  -Jim  Burch, 

Peg  Burch,  Nancy  Liu,  Lauretta  Randolph,  The 

Center  of  Discovery-Dennis  Raymond;  PR  Rose 

Corel  no,  Marta  Sanabria 

Region  4  -  SC  -Suzann  Long;  TN  -  Tracy  Fleck 

Region  5  -IL  -Maribeth  Lartz,  Kathy  Raistrick;  Ml  - 

Tom  Dettloff  MN  -Jeanne  Drange;  MN  Deaf  Blind 

Project — Sally  Prouty;  OH  -  Jo  Ann  Norton 

Region  6  -TX  -  Olivia  Cruz 

Region  7  -lA  -  Deena  &  Ron  Gregg,  Yvette  Sparks 

Region  8  -  CO  -  Yvette  Tanner;  ND  -  Beverly 

Knippelberg 

Region  9  -  CA  -  David  Delgadillo,  Pearl  Vessart; 

Region  11  -  Canada  -  Patricia  Andrews 


(Region  Forum  continued  from  page  18) 

Oregon:  Oregon  is  exploring  ways  to  allow  parents  to 
connect  with  one  another.  The  project  is  also  exploring 
more  and  different  ways  to  help  families. 

Washington:  Washington's  annual  family  retreat  was 
held  April  26'*^  to  28*  in  Port  Orchard.  The  topic  for  the 
weekend  was  "Transitions." 


Wilderness  Inquiry  (WI)  is  a  non-profit  organi- 
zation that  focuses  on  getting  people  from  all 
walks  of  life  and  abilities  to  personally  experience 
the  natural  world.  Canoeing,  kayaking,  rafting  and 
dog  sledding  are  just  a  few  of  the 
activities  they  offer.  For  more  infor- 
mation, contact:  (voice/TTY)  800-        J^_ 
728-0719;  612-676-9400  or  www. 
wildernessinquiry.org 


!!  NEW  USHER  SYNDROME  BOOK  AVAILABLE  I! 


The  Helen  Keller  National  Center  (HKNC)  is  pleased  to  announce  the  publication  of 
''Understanding  Usher  Syndrome:  An  Introduction  for  School  Counselors/'  This  144-page  publica- 
tion provides  information  and  resources  regarding  Usher  Syndrome  for  counselors  and  educators  serv- 
ing school  age  students.  It  introduces  the  reader  to  basic  information  about  the  syndrome,  stressing  de- 
velopmental and  emotional  issues  that  commonly  arise  for  students  and  parents.  It  includes  basic  prac- 
tices for  schools  and  sections  on  the  effects  on  communication  and  career  planning.  Personal  accounts 
by  adults  with  Usher  Syndrome  and  parents  are  included.  A  reference  section  includes  program  re- 
sources and  recommended  readings. 

For  more  information,  contact  the  Information  Specialist  at  HKNC  at  516-944-8900  ext  326,  or 
e-mail  hkncinfo(5)rcn.com  The  cost  is  $15,  which  includes  shipping  and  handling.  To  order,  send  your 
name,  address,  city,  state,  zip,  daytime  phone  #,  number  of  copies  requested  and  a  check  or  money 
order  payable  to  "HKNC"  to: 

HKNC  Information  Specialist 

1 1 1  Middle  Neck  Road 

Sands  Point,  NY  11050 
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NFADB 

111  Middle  Neck  Road 

Sands  Point,  New  York  11050-1299 
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Port  Washington,  NY 

Paid 

I  Permit  494 


Dr.  Susan  Jay  Spungin 
American  Foundation  f/t  Blind 
11  Penn  Plaza 
New  York  NY  10001 
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President's  Report 
Reflections  on  2004 

by  Sheri  Stanger,  President,  NFADB 


In  my  last  article  I  spoke 
about  the  importance 
of  a  national  family  or- 
ganization and  how  we  fostered  change 
over  the  last  1 0  years.  I  spoke  of  our 
common  concerns,  barriers  and 
achievements.  One  significant  way  that 
we  share  our  common  struggles  and 
successes  is  through  our  annual  national 
family  workshop  which  is  co-sponsored 
with  the  National  Technical  Assistance 
Consortium  (NTAC).  This  is  certainly  the 
highlight  of  our  year  and  is  a  wonderful 
parent/professional  collaboration.  Each 
year  we  seek  to  attract  and  train  new 
parents  to  strengthen  their  advocacy 
and  leadership  skills  and  encourage  net- 
working among  families.  Through  our 
national  workshop  we  hope  to  provide 
families  with  new  information  and  skills 
so  they  can  bring  the  information  back 
to  their  respective  states.  Although 
NTAC  can  only  fund  families  that  have 
children  from  birth  to  22,  it  is  open  to 
parents  of  children  of  all  ages  who  can 
cover  the  expenses  of  the  trip.  This  year 
we  had  participants  with  children  rang- 
ing in  age  from  one  to  age  40.  It  was  a 
very  "hands-on"  conference  with  posi- 
tive outcomes. 

The  theme  of  our  national  con- 
ference was  "Strategies  to  Promote  So- 
cial, Recreational  and  Leisure  Activities 
for  Children  and  Young  Adults  Who  are 
Deaf-Blind."  Our  primary  speaker  was 
Jennifer  White  from  Able  Opportunities 
in  Hansville,  WA,  who  did  a  fantastic 


job  of  encouraging  and  supporting  par- 
ent participation.  We  defined  recreation 
and  leisure,  discussed  recreation  activi- 
ties, successful  strategies  and  the  barriers 
we  face.  We  spent  the  remainder  of  our 
time  performing  exercises  that  limited 
our  verbal  language  and  vision  and  re- 
quired trust  building  with  discussion  at 
the  end  of  the  sessions.  Everyone 
worked  hard  but  we  were  definitely  a 
fun  loving  group  with  many  unique  and 
interesting  suggestions  for  successful 
strategies  of  social  and  recreational  in- 
clusion. 

In  addition  to  our  workshop  ac- 
tivities we  had  NFADB's  annual  mem- 
bership meeting.  We  held  our  elections 
for  the  even-numbered  regions  as  well 
as  the  positions  of  president  and  treas- 
urer. I  am  honored  to  have  been  re- 
elected to  my  second  term  as  NFADB's 
president  for  the  next  two  years.  We 
presented  our  departing  board  members 
with  awards  and  thanked  them  for  their 
dedication  and  service  to  NFADB.  I  pre- 
sented our  "Year  in  Review"  and  fo- 
cused on  our  1 0-year  anniversary.  My 
major  themes  were  how  we  are  now 
better  connected,  informed,  recognized, 
empowered  and  educated.  I  spoke 
about  our  board  members  and  their  ac- 
tivities over  the  past  year.  We  made  our 
big  "Affiliations  Announcement"  with  a 
PowerPoint  presentation  and  our  plans 
to  start  accepting  applications  for  a  few 
pilot  state  family  groups  to  become 

(Continued  on  page  12) 


PAGE  2 


NEWS  FROM  ADVOCATES  FOR  DEAF-BLIND 


VOLUME  9    ISSUE  I 


The  National  Family  Association  for  Deaf-Bund  (NFADB) 

supporting  persons  who  are  deaf-blind  and  their  families. 
A  non-profit  national  family  organization  established  in  1994.  The 
philosophy  of  the  Association  is  that  "Individuals  who  are  deaf-blind 
are   valued    members   of  society   and   are   entitled    to   the   same 
opportunities  and  choices  as  other  members  of  the  community." 


NFADB  EXECUTIVE  COMMITTEE 


Sheri  Stanger 

President 

Linda  Syler 

Treasurer 


Ralph  Warner 

Immediate  Past  President 

Elisa  Sanchez  Wilkinson 

RD  Coordinator 


Pearl  Veesart 

Vice  President 

Debbie  Ethridge 

Secretary 


REGIONAL  DIRECTORS 


Region  1 
CTMAMENHRI  VT 

Janette  Peracchio 
860-633-0042 

Region  2 

NJ  NY  PR  VI 

Blanche  Stetler 
732-721-5448 

Region  3 

DC  DE  MD  PA  VA  WV 

Erma  Hill 
804-282-0239 

Regions  4A  &  4B 
4A  -  AL  FL  GA  MS 

Susy  Morales 
305-259-9655 

4B  -  KY  NC  SC  IN 

Lisa  Rohr 
828-757-9632 

Region  5 
ILINOHMIMN  Wi 

Cynthia  Jackson-Glenn 
513-681-5136 


Region  6 
AR  LA  NM  OK  TX 

(open) 


Region  7 
lA  KS  MO  NE 

Jacque  Clifton 
316-776-9662 

Region  8 
CO  Ml  ND  SD  UT  WY 

Corry  Hill 
801-464-0845 

Region  9 
AZ  CA  HI  NV  Pacific  Islands 

Karro  Yee 
808-595-4739 


Region  10 
AK  ID  OR  WA 

Tracy  Jess 
425-576-5527 


Special  Advisors  -  Joseph  McNulty,  Kathy  McNulty,  Steve  Perreault, 

Nancy  O'Donnell,  Sharon  Hueck 

International  Liaison  -  Clara  Berg 

Newsletter  EdKor  -  Jacque  Clifton 

Editorial  and  Technical  Support  -  Allison  Burrows,  Mary  Fox, 

Nancy  O'Donnell 

Newsletter  Committee  -  Jacque  Clifton,  Elisa  Sanchez-Wilkinson 

Published  three  times  a  year.*  Deadlines  for  articles  are  January 
15,  May  15  and  September  15. 

Please  address  all  correspondence  to:  NFADB  Newsletter 
Editor,  141  Middle  Neck  Road,  Sands  Point,  NY  11050-1299. 
Voice/TTY:  (8:45  a.m.  -  4:30  p.m.,  EST)  800-255-0411;  Fax: 
516-767-1738;  E-mail:  NFADB@aol.com 

This  newsletter  supports  "person  first'  language.  All  submitted  articles  will 
be  edited  accordingly  This  publication  is  supported  In  part  by  the  Helen 
Keller  National  Center,  Sands  Point,  NY  and  the  Hilton/Perkins  Program 
of  Perkins  School  for  the  Blind,  Watertown,  MA.  The  Hilton/Perkins 
Program  is  funded  by  a  grant  from  the  Conrad  N  Hilton  Foundation  of 
Reno,  Nevada  Opinions  expressed  in  the  newsletter  do  not  necessarily 
reflect  the  opinions  of  NFADB,  HKNC  or  Hilton/Perkins. 


Results  of  NFADB 
Board  Elections 


The  results  of  the  NFADB  board  election  are  as  follows: 

President:  Sheri  Stanger 

Treasurer:  Linda  Syler 

Regional  Directors: 

Region  2:  Blanche  Stetler 

Region  4A:  Susy  Morales 

Region  4B:  Lisa  Rohr 

Region  8:  Corry  Hill 

Region  10:  Tracy  Jess 

CONGRATULATIONS  TO  ALL! 


Cynthia  Jackson-Glenn,  Janette  Peracchio  and  Karro  Yee 
assist  a  voter  at  the  NFADB  General  Membership  Meeting. 


SAVE  THE  DATES! 

The  NTAC/NFADB  National  Conference  will  be 
August  25-27,  2005.  The  topic  is  still  to  be  deter- 
mined. 


Alphabet  Soup! 


Throughout  this  newsletter,  you  will  see  certain 

acronyms  used  over  and  over  again.  We  have  included  a 

master  list  of  the  abbreviations  and  their  meaning  here, 

for  your  convenience: 

AADB  -  American  Association  of  the  Deaf-Blind 

NCLB  -  No  Child  Left  Behind  Legislation 

DB-LINK  -  The  National  Information  Clearinghouse  for 

Children  Who  Are  Deaf-Blind 

HKNC  -  Helen  Keller  National  Center 

IDEA  -  Individuals  with  Disabilities  Education  Act 

lEP  -  Individualized  Education  Program 

NFADB  -  National  Family  Association  for  Deaf-Blind 

NTAC  -  National  Technical  Assistance  Consortium 

TA  -  Technical  Assistance 

SSP  -  Support  Service  Provider 
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NTAC/NFADB  St.  Louis  Conference 

Kathy  McNulty,  NTAC 


)n  August  5-7,  the  National  Technical  Assistance  Consor- 
um  for  Children  and  Young  Adult  who  are  Deaf-Blind 
vlTAC)  and  the  National  Fannily  Association  for  Deaf- 
lind  (NFADB)  conducted  a  national  family  workshop  en- 
tled  "Meet  Us  in  St.  Louis  and  Let's  Play:  A  Training  on 
ocialization  and  Recreation  Strategies  for  Families  with 
hildren  Who  are  Deaf-Blind"  in  St.  Louis  ,  MO.  Approxi- 
jately  90  parents  and  20  professionals  representing  over 
0  states  attended. 

•uring  the  course  of  the  workshop,  presentations  and  dis- 
jssions  were  held  on: 

•  The  importance  of  recreation  and  socialization  in  all 
of  our  lives 

•  The  discrepancy  between  the  number  of  opportuni- 
ties &  experiences  for  socialization  &  recreation  for 
the  child  with  deaf-blindness  with  other  members  of 
their  family 

•  The  importance  of  understanding  how  vision  and 
hearing  impact  the  development  of  language  and 


Stephanie  Kavanaugh 

enjoys  leading  her 
blindfolded  husband, 
Kurt,  in  an  exercise  of 
communication  and 
trust  at  the  St.  Louis 
workshop. 


conversational  skills,  which  in  turn  impacts  our 
ability  to  socialize  with  others. 

•  The  importance  of  devoting  time  to  the  develop- 
ment of  social  &  recreational  skills  for  the  child 
who  is  deaf-blind 

•  How  to  create  environments  that  encourage  in- 
teraction with  the  child  who  is  deaf-blind 

•  Using  peers  to  initiate  social  change 

This  workshop  was  designed  to  be  very  interactive 
and  lots  of  fun!  Parents  engaged  in  a  variety  of  simu- 
lated deaf-blind  activities  around  recreation  and  social 
activities.  They  learned  how  to  adapt  and  modify  ac- 
tivities so  that  a  child  with  deaf-blindness  might  par- 
ticipate. Parents  were  then  encouraged  to  take  these 
activities  home  and  use  them  with  their  child's  peers 
and  other  community  members,  helping  them  to  be- 
gin to  understand  how  to  approach  a  child  with  deaf- 
blindness  and,  hopefully,  begin  to  enrich  the  options 
for  socialization  within  the  community. 

The  feedback  from  the  parents  was  extremely  posi- 
tive. Parents  reported  that  they  left  the  workshop  with 
a  greater  understanding  on  how  deaf-blindness  im- 
pacted their  child's  social  life  and  how  important  it  is 
to  assist  others  in  gaining  this  understanding  as  well. 
Two  parents  reported  on  their  experiences: 

Maria  Corsini,  Washington  State 

/  attended  my  second  NFADB/NTAC  national  confer- 
ence this  past  August  in  St.  Louis.  Everyone  involved 
outdid  themselves.  The  hotel  was  amazing,  the  food 
was  very  good,  and  the  topic  of  "Socialization/ 
Recreation"  is  one  that  we  cannot  ignore. 

Jennifer  White  led  a  very  engaging,  enlightening,  and 
sometimes  difficult  conference.  The  simulations  were 
so  real  that  I  appreciate  my  son's  abilities  much  more. 
They  also  made  me  sad  because  he  is  so  misunder- 
stood and  has  to  work  much  harder  in  life  because  of 
his  differences.  This  was  a  great  learning  experience  for 
me  and  I  believe  I  am  a  better  parent  because  of  what 
I  learned  at  the  conference.  Socialization  is  a  very  im- 
portant part  of  all  our  lives  and  this  conference  has 
given  me  the  tools  and  the  courage  to  realize  I  MUST 

(Continued  on  page  1 9) 
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Commit  to  an  NFADB 
Committee! 


NFADB  has  several  com- 
mittees working  behind  the 
scenes  all  year.  We  wel- 
come your  participation  on 
y  any  of  the  following  com- 
mittees. Please  contact  the 
committee  chairs,  as  indi- 
cated, or  our  main  office  at  800-255-041 1 ,  if  you 
would  like  more  information  about  the  committees' 
activities  and/or  are  interested  in  lending  a  helping 
hand. 

AFFILIATION  -  Pearl  Veesart.  ph:  805-528-5673; 
E-mail:  pearlv(2)thegrid.net 

BY-LAWS  -  Pearl  Veesart.  ph:  805-528-5673; 
E-mail:  pearlv@thegrid.net 

CONFERENCE  -  Board  members  only 

EDUCATION/INFORMATION  -  Debbie  Ethridge. 

ph:  479-795-8006 

E-mail:  debbieethridge@yahoo.com 

MEMBERSHIP  -  Erma  Hill,  ph:  804-282-0239; 
E-mail:  HILL2C@aol.com 

NEWSLETTER  -  Jacque  Clifton,  ph:  316-776-9662, 
E-mail:  jclifton@ilrcks.org 

NOMINATIONS  -  Cynthia  Jackson-Glenn.  ph/TTY: 
51 3-681  -51 36;  E-mail:  cyn98onm@fuse.net 

PUBLIC  RELATIONS  -  Jacque  Clifton,  ph:  316-776- 
9662,  E-mail:  jclifton@ilrcks.org 
Sheri  Stanger.  ph:  914-478-7248; 
Email:  SheriMEd@aol.com 

WEBSITE  -  Corry  Hill,  ph:  801-464-0845 
E-mail:  corrynfadb@comcast.net 


LIVING  HONOR  GIFT,  MEMORIAL 

OR  CONTRIBUTION 

to 

The  National  Family  Association  For  Deaf-Blind 


Enclosed  is  $ 

honor  or  memory  of: 


given  as  a  contribution  or  as  a  gift  in 


D  Living  Honor  -  A  tribute  to  someone  you  wish  to  honor 
while  they  are  present  to  enjoy  your  thoughtfulness. 
D    Memorial  -  A  gift  in  honor  of  someone  who  has  passed  on. 
The  notice  of  this  thoughtfulness  will  be  sent  to  whomever 
you  specify. 

D   Mary  Margaret  O'Donnell  Memorial  Fund  -  An  ongoing 
fund  established  in  memory  of  our  former  president. 
D   Contribution  to  NFADB  -  to  be  used  as  needed. 
All  honors,  memorials  and  contributions  are  tax  deductible 
and  are  used  to  further  the  goals  and  activities  of  NFADB. 

Please  send  a  note  about  this  gift  to: 

Name:  

Address: — 

City : 

State: Zip:  


GIVEN  BY: 

Address: 
City: 


State: 


Zip: 


Send  this  form  with  your  donation  to: 

NFADB 
141  Middle  Neci(  Road 
Sands  Point,  NY  11050 

Thank  you! 


ASKTHE  WHITE  HOUSE! 


pmi 


"Ask  the  White  House"  is  an 
I  online  forum  where  questions 
are  submitted  to  Administration 
I  officials  and  friends  of  the  White 
House.  Go  to:  http:// 
wwav.whitehouse.gov/ask/ 


When  sharing  or  copying  information  and  articles  from 
our  newsletter,  please  credit  News  From  Advocates 
for  Deaf-Blind  as  the  source.  Thanks! 
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The  Eyes  Have  It! 

By  Cynthia  Jackson-Glenn,  Certified  O&M  Instructor 
NFADB  Regional  Director,  Region  5 


Very  often  we,  as  parents,  walk  out  of  the  op- 
tometrist or  ophthalmologist's  office  not  hav- 
ing a  clear  picture  of  our  child's  eye  condi- 
tion. Sometimes  we  are  uncomfortable  ad- 
mitting that  we  don't  understand  the  doctor's 
explanation.  So...  here's  another  article  to 
help  our  NFADB  families  be  more  informed 
in  this  area.  In  this  issue  we'll  talk  about... 


GLAUCOMA 

Glaucoma  is  another  leading  cause  of  blind- 
ness in  the  United  States,  perhaps  accounting 
for  one  in  every  seven  or  eight  cases.  In  this 
condition,  the  transparent  fluid  inside  the  for- 
ward part  of  the  eye  does  not  drain  normally, 
and  excess  pressure  is  built  up  within  the  eye. 
If  the  pressure  is  not  controlled,  the  delicate 
structure  of  the  eye  is  increasingly  damaged, 
resulting  in  blurred  vision,  a  narrowed  field  of 
sight,  and  eventually  total  blindness.  Symp- 
toms may  include  intermittent  blurred  vision, 
nausea,  the  inability  to  adjust  eyes  to  dark- 
ened rooms,  seeing  colored  halos  around 
lights,  and  reduced  side  vision. 

The  causes  of  glaucoma  are  not  fully  under- 
stood. Some  cases  are  hereditary,  while  oth- 
ers arise  as  complications  of  other  eye  disor- 
ders. Glaucoma,  not  a  contagious  condition, 
is  most  common  after  the  age  of  thirty-five. 
However,  in  children  or  in  infantile  or  con- 
genital glaucoma,  eye  pressure  is  elevated  at 
birth  or  starts  to  climb  within  the  first  months 
of  life.  It  is  a  rare  condition  that  may  affect 
one  or  both  eyes.  It  seems  to  run  in  some 
families.  Babies  with  congenital  glaucoma 
dislike  bright  lights  and  sunlight  and  tend  to 
have  a  lot  of  tearing.  In  babies  under  age 
three,  the  increased  pressure  will  actually 


stretch  the  eye,  which  is  why  it  is  sometimes  re- 
ferred to  as  buphthalmos,  or  ox  eyes.  They  may 
also  appear  to  have  big  eyes  or  one  eye  that  is  big- 
ger than  the  other.  In  some  cases  the  cornea  (the 
clear  front  part  of  the  eye)  may  be  cloudy.  The  pri- 
mary treatment  for  congenital  glaucoma  is  surgery. 
This  procedure  has  a  high  success  rate. 

The  acute  type  of  glaucoma  appears  as  a  sudden 
attack,  characterized  by  great  pain  and  discomfort 
as  the  eye  pressure  rises  quickly  from  blockage  of 
drainage  canals.  Such  an  episode  can  damage  the 
eyes  severely  in  a  short  time.  More  common,  how- 
ever, is  the  chronic  type  (affecting  perhaps  2.5  mil- 
lion Americans),  in  which  there  is  no  pain  and  in 
which  the  damage  to  vision  is  so  slow  that  it  may 
not  be  noticed  by  the  patient  for  a  long  time.  The 
intraocular  pressure  rises  because  the  drainage  ca- 
nals are  blocked  and  the  fluid  cannot  drain  prop- 
erly. Many  cases  are  controlled  by  medication 
which  relaxes  and  unblocks  the  drainage  channels 
for  the  eye  fluid.  Sometimes  surgery  is  necessary. 
In  many  cases,  although  not  all,  modern  medical 
treatment  can  control  the  disease  completely. 

As  with  other  eye  conditions,  early  detection  and 
treatment  to  stop  the  progress  of  the  disorder  are 
important.  Many  sources  recommend  an  eye  ex- 
amination every  two  or  three  years,  especially  for 
those  over  thirty-five.  Developments  such  as  optic 
disk  topography  mapping,  the  laser  scanning  oph- 
thalmoscope, and  color  perimetry  may  assist  in 
early  detection  and  treatment  of  this  disorder. 

Please  contact  your  physician  or  ophthalmologist 
for  more  information  concerning  glaucoma  and  its 
impact  on  your  child  or  family  member,    if 


Ed  note:  Individuals  with  congenital  rubella  syn- 
drome are  at  high  risk  for  developing  glaucoma. 
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Very  Abel  Advocacy! 


When  Mary  Beth  and  Jim  Abel's  daughter,  Eliza- 
beth, was  2-years  old,  they  started  thinking 
ahead.  They  knew  that  Elizabeth  would  soon  be 
running  around.  That  could  be  dangerous  for 
any  child,  but  especially  for  Elizabeth  who  is 
visually  impaired  and  has  a  hearing  loss  due  to 
premature  birth.  If  cars  zoomed  down  the 
street,  Elizabeth  might  not  see  them,  nor  they 
her.  So,  Mary  Beth  and  Jim  got  their  town  to  put 
up  three  yellow  warning  signs  near  the  house 
that  say,  "Caution  -  Visually  Impaired  Child." 
Unfortunately,  a  neighbor  regularly  parked  their 
truck  in  front  of  the  sign  and  refused  to  move  it. 
After  neighborly  requests  and  diplomacy  didn't 
work,  the  Abels  went  to  their  state  representa- 
tive, who  proposed  a  state  bill  to  prevent  park- 
ing 30  feet  in  front  of  any  yellow  disabled 
warning  sign. 

The  House  unanimously  passed  the  "Elizabeth 
Bill,"  an  amendment  to  the  state  motor  vehicle 
code  that  allows  municipalities  to  prohibit  vehi- 
cles from  parking  less  than  30  feet  from  a  warn- 
ing sign  for  the  disabled.  The  penalty  is  a  $50 
fine  and  a  vehicle  tow.  The  Senate  would  not 
approve  a  mandatory  state  law,  but  they  did 
pass  a  bill  to  allow  townships  or  municipalities 
to  create  an  ordinance  to  prevent  parking  30 
feet  in  front  of  a  yellow  sign  pertaining  to  vision 
or  hearing.  The  bill  also  raises  the  level  of  fines 
from  $1 5  to  $50  for  parking  in  front  of  a  drive- 
way, fire  hydrant,  crosswalk,  fire  station  and  an 
unauthorized  section  of  a  limited  access  high- 
way. 

After  the  bill  was  signed  by  the  governor,  the 
Abels  quickly  followed  the  process  to  get  the 
ordinance  passed  in  their  township.  Now,  be- 
low their  yellow  sign  is  a  sign  that  reads  "No 
Parking  Within  30  ft.  -  $50  fine."  Mary  Beth 
says,  'This  law  is  so  beneficial,  not  only  for  my 
daughter  but  thousands  of  [disabled]  people  in 
the  state  of  Pennsylvania,"  she  said.  V 

Way  to  go,  Mary  Beth  and  Jim! 


NFADB  Invites  You  To 
Affiliate  With  Us! 


NFADB  is  excited  to  announce  the  start  of  its  Affiliations 
Program.  As  the  only  national  network  of  families  focused 
on  issues  surrounding  people  who  are  deaf-blind,  we  seek 
to  encourage  the  founding  and  strengthening  of  groups 
dedicated  to  assisting  families  with  people  who  are  deaf- 
blind.  The  big  announcement  was  made  in  St.  Louis,  MO, 
during  the  National  Conference  in  August  2004  and  at  the 
national  Project  Director's  Meeting  in  Virginia  in  October 
2004.  This  comes  after  much  discussion,  research  and  plan- 
ning by  the  NFADB  board  members.  An  Affiliations  Com- 
mittee was  formed  and  will  be  accepting  inquiries  by  parent 
run  state  groups. 

This  is  an  exciting  time  for  our  organization  as  we  take  the 
next  step  in  our  development  by  starting  state  chapters.  This 
will  be  a  "pilot  year"  with  two  state  groups  chosen  for  as- 
sessment purposes.  At  the  conclusion  of  the  pilot  year  we 
will  then  consider  all  applications  that  meet  the  require- 
ments for  affiliation.  Included  in  the  application  packet  are  a 
two-page  affiliation  agreement  and  a  one  page  application. 
To  request  an  application  please  contact  Pearl  Veesart  at  1  - 
805-528-5673  (ph,  fax,  TTY)  or  at  pearlvOthegrid.net. 

NFADB  will  work  closely  with  affiliates  to  develop  a  nation- 
wide network  of  sen/ices  and  supports.  Do  you  want  to 
strengthen  your  state  family  group?  Keep  abreast  of  and  in- 
fluence national  trends  and  legislation?  Strengthen  your  ad- 
vocacy at  the  state  and  national  levels?  Have  a  credible 
voice  as  part  of  a  united  national  effort?  Then  NFADB  in- 
vites you  to  affiliate  with  us  in  a  partnership  for  power.     V 


UPCOMING  CONFERENCES 


Feb.  2-5,  2005:  Technical  Assistance  ALLIANCE  for  Parent 
Centers'  Eighth  National  Conference  -  "Our  Combined 
Voices:  Making  a  Difference  for  Children  with  Disabilities" 
Grand  Hyatt  Washington  in  Washington,  D  .C.  For  more  in- 
formation, go  to:  www.taalliance.org  or  call  888-248-0822. 
June  3-7,  2005:  The  Eighth  Helen  Keller  World  Conference 
and  the  World  Federation  of  the  Deafblind  2nd  General  As- 
sembly in  Tampere,  Finland  www.helenkeller2005.com 
July  22-24,  2005  -  7th  International  CHARGE  Syndrome  Con- 
ference, Miami  Beach,  FL.  Contact  Marion  Norbury:  800- 
442-7604  or  www.chargesyndrome.org. 
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MY  BROTHER'S  LIFE 


by  Gabriel  Alvarez 


I  was  fourteen  years  old  when  I  found  out  my 
nnother  was  pregnant.  Life  couldn't  have  been 
weirder  than  it  was  for  me  at  that  point.  I  had  been 
raised  as  an  only  child  all  my  life  and  at  fourteen 
someone  new  was  coming  into  my  life.  What  did  I 
feel?  To  tell  you  the  truth,  I  really  didn't  know.  Was  it 
excitement,  confusion,  or  fear?  God  only  knows  what 
I  was  feeling,  I  was  excited  of  course,  but  I  was  no 
longer  going  to  be  the  center  of  attention.  As  I  look 
back  now  I  realize  that  I  was  being  a  little  bit  selfish. 
But  isn't  that  normal? 

A  couple  of  months  into  my  mother's  preg- 
nancy, my  parents  decided  that  our  2-bedroom 
apartment  in  Hialeah  was  no  longer  sufficient.  After 
house  hunting  for  over  a  month  we  found  a  really 
nice  3-bedroom  house  in  the  Westchester  area.  Soon 
after  we  moved  in,  Hurricane  Andrew  hit,  but  luckily 
everything  in  our  area  was  all  right.  Once  everything 
went  back  to  normal  after  the  hurricane,  prepara- 
tions for  the  baby's  arrival  commenced.  My  feelings 
started  changing  rapidly  regarding  the  whole  "new 
baby"  issue.  Everything  was  coming  together-a  new 
house,  new  school,  and  a  brother  or  sister  on  the 
way.  I  was  accepting  these  changes  with  a  positive 
attitude. 

It  was  almost  time  for  us  to  receive  the  new 
addition  to  our  family  which  we  now  knew  was  go- 
ing to  be  a  boy.  That's  right,  a  baby  brother;  I  hon- 
estly could  not  have  been  happier.  I  was  going  to 
have  a  little  brother  who  would  look  up  to  me,  I 
would  be  his  role  model  and  teach  him  everything 
that  I  had  to  learn  on  my  own. 

On  October  7*,  1992,  the  day  before  my 
little  brother  was  supposed  to  come  into  this  world, 
my  mother  had  an  appointment  scheduled  for  a 
stress  test.  During  the  test  the  baby  went  into  distress. 
My  mother  had  to  have  an  emergency  Cesarean  sec- 
tion to  have  him  removed.  Everything  seemed  nor- 
mal during  her  delivery  except  for  the  fact  that  the 
baby's  umbilical  cord  was  wrapped  around  his  throat 
six  times,  causing  him  to  nearly  suffocate.  Doctors 
rushed  him  over  to  the  NICU  (neonatal  intensive 
care  unit)  for  observation  for  the  following  24  hours. 
He  was  diagnosed  with  jaundice  and  was  placed  in 
an  incubator  until  he  got  better,  but  for  some  reason 
doctors  chose  to  transfer  him  to  Miami  Children's 


Hospital  for  further  observation. 

After  a  couple  of  days  of  sleep  deprivation,  my 
parents  were  told  that  the  baby  had  an  aspiration  prob- 
lem. This  meant  that  most  of  the  milk  that  he  would 
swallow  would  travel  to  his  lungs  instead  of  his  stom- 
ach, causing  him  several  different  cases  of  pneumonia. 
A  feeding  tube  was  placed  through  his  nose  to  his 
stomach  allowing  him  to  be  nourished.  After  a  few 
months,  he  had  a  surgery  that  placed  a  feeding  tube 
directly  into  his  stomach.  Later  that  year  he  was  diag- 
nosed with  another  problem,  something  a  little  more 
serious,  some  kind  of  heart  defects. 

After  seriously  looking  into  his  newly  discovered 
heart  condition,  we  found  out  that  this  had  to  be  surgi- 
cally repaired,  and  the  surgery  could  not  be  performed 
in  Miami.  My  parents  would  have  to  take  him  to  Bos- 
ton Children's  Hospital  where  they  are  well  known  for 
their  incredible  pediatric  cardiac  surgeons.  Once  they 
arrived,  they  were  able  to  repair  his  heart  and  make  it 
as  if  nothing  was  ever  wrong  with  it. 

Finally  my  brother  came  home  right  before  his 
first  birthday,  and  had  a  real  chance  at  a  normal  life.  Or 
so  we  thought.  He  was  hospitalized  various  times 
throughout  the  next  couple  of  years.  At  about  2-  to  3- 
years  old  he  was  found  to  be  profoundly  deaf  and  to 
have  vision  problems.  Still  not  being  able  to  eat  through 
his  mouth,  we  now  have  to  deal  with  the  fact  that  he 
couldn't  hear  and  was  partially  blind.  After  series  of 
tests,  we  truly  found  out  that  there  was  nothing  we 
could  do  about  his  hearing  loss.  Life  was  not  going  to 
be  easy  for  this  little  boy. 

At  about  age  six,  he  was  finally  diagnosed  with 
CHARGE  syndrome.  Each  letter  in  the  acronym 
CHARGE  has  its  own  meaning.  C  =  colobomas  of  the 
eyes  and  cranial  nerve  malformations;  H  =  heart  de- 
fects; A  =  atresias  in  the  nasal  passages;  R  =  retarda- 
tion of  growth  &/or  development;  G  =  genitalia  malfor- 
mations/renal problems;  and  E  =  ear  malformation  & 
deafness.  Putting  our  minds  somewhat  at  ease,  we  had 
an  explanation  to  all  his  problems.  We  now  knew  that 
he  would  never  live  a  normal  life. 

Trying  to  bring  normalcy  to  his  life,  we  enrolled 
him  in  school  at  the  age  of  seven.  When  he  was  about 
nine,  we  discovered  that  his  one-on-one  aide  was  mis- 
treating him.  Not  having  any  physical  proof,  we  had 

(Continued  on  page  10) 
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Perkins  Develops  Early  Literacy  Program 
AND  Opens  Hands-On  Museum 


After  several 
years  in  devel- 
opment and 
nationwide 
testing,  Perkins 
School  for  the 
Blind  is  proud 
to  announce 
the  launch  of 
the  Perkins 
Panda  Early  Lit- 
eracy Program  - 
a  collection  of  materials  designed  both  to 
teach  fundamental  literacy  skills  to  children 
with  visual  impairments  and  to  help  parents 
and  other  caregivers  support  children's  literacy 
development 

The  kit  consists  of  three  interrelated  story- 
books, activity  guides  and  cassettes;  a  resource 
guide;  a  story  box;  an  adorable  Gund  plush 
panda  with  a  backpack  that  can  hold  a  dual- 
speed  tape  player;  and  carry  bags.  All  the  sto- 
rybooks have  visually  appealing  high-contrast 
illustration,  large  print  and  braille.  Odds  Bod- 
kin, a  well-established  storyteller  and  song- 
writer, worked  with  Perkins  to  write  the  books 
and  the  stories  and  songs  on  the  cassettes. 

The  primary  audience  is  families  of  children 
with  visual  impairments,  ages  birth  to  8.  In  ad- 
dition, the  materials  are  valuable  in  program 
settings,  to  families  with  older  children  with 
multiple  impairments  and  to  parents  and 
grandparents  with  visual  impairments  for  use 
with  sighted  (grand)  children. 

All  components  are  available  as  a  kit  ($94.95 
plus  S&H,  including  everything  except  the  tape 
player)  or  separately.  For  more  information, 
call  800-972-7671  or  617-972-7667,  e-mail: 
Perkins.PandarrvPerkins.org  or  visit 
www.Pfjrkins.org. 


...AND  as  part  of  its  1 75'^  anniversary  celebration,  Perkins 
School  for  the  Blind  recently  opened  a  new  museum  explor- 
ing the  history  of  the  school  and  the  education  of  the  blind 
and  deaf-blind. 

"Unlike  most  museums,  we  encourage  visitors  to  touch  as 
well  as  look  and  listen  to  the  exhibits,"  explains  Perkins 
President  Steven  M.  Rothstein.  "In  designing  the  museum 
we  made  a  special  effort  to  make  our  legacy  accessible  to 
everyone." 

In  Perkins'  new  museum,  you  can  touch  a  huge  tactile  globe 
originally  built  in  1837;  learn  about  famous  people  with 
connections  to  the  school,  including  Anne  Sullivan,  Helen 
Keller,  and  Charles  Dickens;  find  out  how  braille  became 
the  dominant  writing  system  for  the  blind;  and  explore 
many  other  fascinating  educational  displays. 

The  museum  is  located  on  Perkins'  campus  at  1 75  North 
Beacon  St.  in  Watertown,  MA,  in  the  wheelchair-accessible 
Howe  Building.  It's  open  to  the  public  Tuesdays  and  Thurs- 
days from  2-4  p.m.,  and  to  small  groups  by  appointment. 
For  more  information,  please  visit  vvww.Perkins.org  or  call 
617-972-7767. 


Left  to  right,  museum  designer  Bob  Segal,  Perkins  trustee 
Brenda  Furlong,  and  museum  curator  Betsy  McGinnity,  check 
out  the  raised  map  of  Perkins  School  for  the  Blind's  campus  on 
display  at  the  school's  newly  opened  museum.  [Photo  by  John 
Kennard] 
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NFADB  Honors  NANCY  "SCOOP"  O'DONNELL 

The  National  Family  Association  for  the  Deaf-Blind's  board  members  honored  one  of  its  special  advisors,  Nancy 
"Scoop"  O'Donnell,  this  summer.  The  award  was  presented  to  a  very  surprised  and  tearful  recipient  during  the 
Mary  O'Donnell  Social  (no  relation  to  Nancy  O'Donnell)  at  the  National  Conference  in  St.  Louis,  MO.  Nancy, 
who  is  affectionately  referred  to  as  "Scoop"  due  to  her  writing  and  editing  work  on  NFADB's  newsletter,  has 
been  with  the  organization  since  its  inception.  She  is  one  of  four  special  advisors  that  the  group  chose  to  honor 
as  it  celebrated  its  1 0-year  anniversary.  Nancy  attends  all  board  meetings,  helps  with  minutes,  works  tirelessly  on 
the  newsletter,  writes  articles,  offers  moral  support  and  guidance  and  performs  feats  of  magic  behind  the  scenes. 
She  is  a  dedicated  advocate  for  people  with  deaf-blindness.  For  this,  NFADB  respects  and  values  Nancy  as  a  spe- 
cial advisor  and  an  all  around  great  person.  The  plaque  reads: 


10  YEAR  SERVICE  EXCELLENCE  AWARD 

PRESENTED  TO 

NANCY  "SCOOP"  O'DONNELL 

SPEaAL  ADVISOR  EXTRAORDINAIRE 

FOR  eOIN©  ABOVE  AND  BEYOND 

IN  YOUR  SUPPORT  OF  THE 

NATIONAL  FAMILY  ASSOaATION  FOR  DEAF-BLIND 

6IVEN  BY  THE  BOARD  MEMBERS  OF 

NFADB 

ON  OUR  10  YEAR  ANNIVERSARY 

AUGUST  2004 


NFADB  President  Sheri  Stanger  presents  the 
10  Year  Service  Excellence  Award  to  a  very 
surprised  and  tearful  Nancy  O'Donnell. 


Photo  by  CC  Davis 


NFADB  thanks  you,  Scoop,  for  your  years  of  devoted  service  to  our  organization 

and  people  who  are  deaf-blind. 

You  are  truly  a  guardian  angel! 

(NO'D  note:  A  heartfelt  thank  you!  r  ff) 


Use  AIM  forYour  Relay  Service 


IP-RELAY.com  offers  those  who  are  deaf  or  hard  of  hearing  the  ability  to  place  calls  over  the  Internet.  Free  calls 
within  the  U.S.  can  be  placed  either  through  the  IP-Relay  website  or  using  your  "AOL  Instant  Message"  (AIM) 
service.  Add  My  IP  Relay  to  your  AIM  Buddy  List.  When  you  need  to  make  a  call,  open  an  IM  box  to  My  IP 
Relay  and  type  CALL.  You  will  automatically  be  connected  to  the  next  available  relay  operator.  Using  the  same 
protocol  as  TTY  calls,  type  in  the  number  you  wish  to  reach.  The  operator  will  conduct  the  call  via  your  IM.  At 
the  end  of  your  call,  type  END  CALL. 

Anyone  who  prefers  to  make  telephone  calls  using  American  Sign  Language  and  the  Internet  can  use  a  Video 
Interpreter  Service.  With  a  web  camera,  broadband  connection  and  special  software,  you  can  sign  in  ASL  to  the 
Video  Interpreter  who  voices  your  conversation  to  the  recipient.  The  interpreter  then  signs  the  voice  user's  con- 
versation back  to  you.  For  more  information,  go  to:  http://www.ip-vrs.com/videorelay.jsp  or 
www.sorensonvrs.com/  y 
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VIRGINIA  DEAF-BLIND 
MENTORING  PROGRAM 

By  Valerie  Luther 


The  American  Association  for  the  Deaf-Blind 
(AADB)  just  finished  a  mentoring  program  called  the 
Mentoring  Pilot  Project.  In  2000,  AADB  received  a  4- 
year  grant  to  train  adult  mentors  for  teens  with  deaf- 
blindness  throughout  the  United  States.  To  be  a  men- 
tor, one  had  to  be  deaf-blind  and  able  to  commit  to  a 
mentorship  with  a  teenager  with  deaf-blindness  for 
one  year.  After  attending  the  training,  they  were  re- 
ferred to  their  state  deaf-blind  project  to  be  matched 
up  with  a  teen.  The  commitment  included  weekly 
chats,  emails  (or  whatever  communication  mode 
worked  best)  and  monthly  outings  together. 

The  mentors  also  committed  to  training  three 
new  mentors  to  pass  on  the  program.  Virginia  was 
fortunate  that  there  was  an  interested  adult  willing  to 
make  that  commitment.  Blaise  Delahoussaye,  a  mem- 
ber of  the  Metro-Washington  Deaf-Blind  Association 
was  a  member  of  the  first  training  sponsored  by 
AADB.  After  his  training,  he  was  referred  to  Together 
We  Can:  Virginia  Deaf-Blind  Project  (TWO,  at  Part- 
nership for  People  with  Disabilities  at  Virginia  Com- 
monwealth University  in  Richmond,  VA.  The  project 
matched  him  up  with  a  teen  in  northern  Virginia. 
They  met  and  have  formed  a  friendship  that  continues 
to  this  day.  TWC  sponsored  the  teen  and  his  mother 
to  attend  the  AADB  convention  in  San  Diego  in  2003, 
where  Blaise  was  offering  a  workshop  on  the  Mentor- 
ing Pilot  Project. 

This  past  winter,  Blaise  contacted  TWC  and 
Connections  Beyond  Sight  and  Sound,  the  Maryland 
Deaf-Blind  Project  at  the  University  of  Maryland  in 
College  Park,  to  see  if  they  were  interested  in  collabo- 
rating to  train  mentors  for  their  states  to  continue  the 
program.  On  August  28"*'  at  the  Northern  Virginia  Re- 
source Center  in  Fairfax,  Blaise  trained  three  new 
mentors  -  two  were  from  Maryland  and  I  represented 
Virginia.  Also  participating  in  the  training  were  Jamie 
Pope,  Executive  Director  for  AADB,  Donna  Ricco- 
bono.  Project  Coordinator  for  the  Maryland  Deaf- 
Blind  Project  and  seven  interpreters  and  SSPs. 

Growing  up  with  a  disability  is  isolating 
enough,  but  deaf-blindness  being  such  a  low- 
incidence  disability  is  even  more  isolating,  because  of 
the  lack  of  access  to  communication.  I  grew  up  hard- 
of-hearing.  I  was  22  before  I  found  out  I  was  going 


blind,  and  28  before  I  had  a  name  for  my  dual-sensory 
impairment-  Usher  Syndrome.  I  am  the  oldest  in  a 
family  of  seven  children  -  four  of  us  have  Usher  Syn- 
drome. As  the  Consumer  Outreach  Specialist  for  TWC,  I 
hope  to  use  my  mentorship  training,  not  only  to  be  a 
mentor,  but  to  continue  to  build  up  the  mentorship 
program  here  in  Virginia.  As  an  adult  with  deaf- 
blindness,  I  feel  it  is  our  responsibility  to  make  sure  the 
next  generation  does  not  have  to  walk  this  road  alone. 

At  this  time,  John  Eisenberg,  TWC  Project  Direc- 
tor, and  I  are  in  the  process  of  matching  me  up  with  a 
mentee.  I  am  really  looking  forward  to  this  opportunity. 
During  the  next  year,  besides  enjoying  my  time  with  my 
mentee,  I  will  be  on  the  lookout  for  possible  future 
mentors  to  train... and  start  a  new  tradition.  V 

(My  Brother 's  Life,  continued  from  page  7) 
him  transferred  to  another  school  that  was  closer  to 
home  and  supposedly  had  a  better  program  to  better 
fit  his  needs.  Once  transferred  to  his  new  school  we 
found  out  that  his  one-on-one  aide  transferred  to  his 
new  school  as  well.  It  took  us  almost  two  years  to  find 
physical  proof  that  this  woman  was  mistreating  him. 
Thankfully,  we  were  finally  able  to  have  him  removed 
from  her  care. 

After  all  this,  it  was  time  for  him  to  move  up  to 
middle  school.  After  several  meetings  with  the  school 
and  district  officials,  a  special  plan  was  put  in  place  for 
his  educational  goals  and  needs.  But  to  little  surprise, 
his  new  teachers  and  school  were  not  adopting  this 
plan,  leaving  the  district  officials  and  my  family  no 
choice  but  to  withhold  him  from  attending  school  until 
something  was  done  to  fix  this.  After  several  meetings, 
the  decision  was  made  that  my  brother's  educational 
needs  could  not  be  met  by  Dade  County  Public 
Schools.  We  would  have  to  find  an  alternate  form  of 
education  for  him.  After  a  attending  a  couple  more 
meetings  with  district  officials,  we  found  that  the  Per- 
kins School  for  the  Blind,  Deaf-Blind  Program,  in  Wa- 
tertown,  MA,  was  the  place  for  him.  DCPS  agreed  to 
fund  his  education  at  this  school. 

At  the  present  time,  my  brother  is  living  at  Per- 
kins. My  mother  and  cousin  facilitated  the  move  by 
going  to  Massachusetts  with  him  and  transporting  most 
of  his  belongings.  In  an  attempt  to  make  it  easier  for 
him  to  adapt  to  his  new  environment,  my  mother 
decorated  his  new  room  with  familiar  articles  from 
home.  I  am  hopeful  that  this  opportunity  will  allow  him 
to  progress  in  life.  God  knows  he  deserves  it.  ^ 


I 
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IDEA  UPDATE 

By  Joe  McNulty,  Director,  HKNC 


MAJOR  GENE  RESPONSIBLE  FOR 
CHARGE  SYNDROME  FOUND! 


The  National  Coalition  on  Deaf-Blindness  has  been 
hard  at  work!  The  recently  reauthorized  IDEA  (H.R. 
1 350)  contained  several  provisions  significant  to  those 
of  us  in  deaf-blindness.  Of  greatest  importance  is  Sec- 
tion 682  (d)(1)(A)  which  requires  that  a  minimum 
of  $12,832,000  be  allocated  to  ''address  the  educa- 
tional, related  services,  transitional,  and  early  in- 
tervention needs  of  children  with  deaf-blindness." 
This  is  the  same  level  of  funding  that  we  have  had  for 
the  past  several  years.  It  goes  to  support  the  state  and 
multi  state  deaf-blind  children's  projects,  DB-LINK 
and  NTAC. 

We  were  also  pleased  to  see  that  the  definition  of 
"low  incidence  disability"  (Sec  622  (c)(3)(A)  still  in- 
cludes deaf-blindness.  The  newly  added  Sec.  674(e) 
(1)  has  the  potential  to  greatly  improve  services  for 
children  who  are  blind  and  deaf-blind.  The  new  law 
includes  language  that  calls  for  the  establishment  of  a 
standard  format  for  the  production  of  textbooks  in 
electronic  (computer)  files  enabling  conversion  into 
accessible  formats  such  as  braille,  large  print,  or  digi- 
tal text;  state  education  agencies  and  local  schools 
must  use  this  new  file  format  and  are  encouraged  to 
require  publishers  of  textbooks  they  purchase  to  pro- 
duce these  files.  Also,  a  central  repository  for  the  stor- 
age and  distribution  of  these  files  will  be  established 
at  the  American  Printing  House,  enabling  publishers 
and  schools  alike  to  easily  disseminate  these  new  files 
to  those  who  need  them. 

To  read  IDEA,  go  to:  http://thomas.loc.gov/  Under 
"Search  Bill  Text  108th  Congress  (2003-2004),"  go 

to  "Bill  Number"  and  type  HR  1350.  Several  choices 
will  come  up.  Click  "HR  1 350  ENR."  That  is  the  final 
version  of  the  bill. 

To  subscribe  to  "Words  from  Washington,"  a  free  bi- 
weekly electronic  legislative  newsletter  from  Ameri- 
can Foundation  for  the  Blind's  Governmental  Rela- 
tions Group,  go  to:  http://www.afb.org/wfw.asp 

For  a  side-by-side  comparison  of  the  IDEA  1 997  and 
IDEA  2004  regarding  transition  services,  go  to: 
http://ncset.org/publications/related/ideatransition.asp 


According  to  articles  in  the  Fall  2004  issue  of 
CHARGE  Accounts,  the  newsletter  of  the  CHARGE 
Syndrome  Foundation,  researchers  in  the  Netherlands 
have  identified  a  gene  for  CHARGE  syndrome. 
CHARGE  is  a  congenital  condition  in  which  a  child  is 
born  with  four  major  features  -  coloboma  of  the  eye, 
choanal  atresia  (bony  blockage  in  the  nasal  passage), 
cranial  nerve  abnormalities  and  characteristic  ears.  (Go 
to  www.chargesyndrome.org  for  more  information.) 

The  cause  of  CHARGE,  which  was  first  identi- 
fied as  a  syndrome  in  the  early  1980s,  has  been  un- 
known up  until  now.  According  to  the  article,  re- 
searchers suspected  that  the  syndrome  was  caused  by 
a  microdeletion  (single  gene  defect)  because  "there  is 
no  pattern  of  prenatal  exposures  that  would  suggest 
that  anything  done  during  pregnancy  causes 
CHARGE."  Interestingly,  studies  of  twins  with 
CHARGE  showed  that  identical  twins  always  have 
CHARGE,  but  fraternal  twins  have  never  both  had 
CHARGE.  The  article  reports  that  there  are  rare  cases 
of  an  affected  child  and  parent,  or  two  affected  sib- 
lings. Another  interesting  discovery  is  that  the  fathers 
of  children  with  CHARGE  are  slightly  older  than  fa- 
thers of  children  with  non-genetic  conditions. 

Just  because  this  one  gene  has  been  identified, 
however,  doesn't  mean  that  this  is  the  only  gene  re- 
sponsible for  CHARGE.  This  is  the  first  major  CHARGE 
gene  to  be  identified  and  it  is  expected  that  there  will 
be  others.  The  newsletter  goes  on  to  answer  common 
questions  of  parents,  such  as  what  the  impact  will  be 
on  the  daily  lives  and  care  of  children  with  CHARGE. 
Finding  a  gene  does  not  mean  finding  a  cure.  It  could 
lead  to  prenatal  diagnosis,  but  remember  that  this  one 
gene  is  not  the  only  one  causing  CHARGE. 

This  report  is  exciting!  Families  are  encouraged 
to  consult  with  their  family  doctor  or  geneticist  to  de- 
termine the  implications  of  this  research  for  their  fami- 
lies. In  the  meantime,  stay  informed  by  keeping  in 
close  contact  with  the  CHARGE  Syndrome  Founda- 
tion. Visit  their  website  www.chargesyndrome.org  for 
more  information  or  to  register  for  the  upcoming 
CHARGE  conference  next  July  22-24th. 

Source  articles  written  by  Dr.  Conny  van  Ravenswaaij, 
Dr.  Sandra  Davenport  and  Meg  Hefner,  M.S.  V 
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(President 's  Report  continued  from  page  I) 

NFADB  affiliates  this  year.  This  is  the  culmination  of 
much  research,  work  and  discussion  for  our  board 
and  we  are  excited  about  this  next  step  in  our 
group's  development.  We  also  received  a  legislative 
update  from  our  special  advisor,  Joe  McNuIty,  ex- 
ecutive director  of  the  Helen  Keller  National  Center. 

An  exciting  part  of  this  year's  workshop  was 
the  mixing  of  past  and  present.  Past  board  members 
from  NFADB  were  invited  to  attend  and  participate 
in  the  conference.  We  displayed  a  history  of  NFADB 
along  with  a  timeline  and  pictures  from  our  past  ten 
years.  During  our  Mary  O'Donnell  Social,  which 
honors  the  memory  of  our  past  president,  we  had 
Peg  Pedersen  and  Pat  McCallum,  the  past  vice 
president  and  secretary  of  NFADB  respectively, 
speak  about  Mary.  Former  treasurer  Mary  Lou 
Guisinger  and  Mary  O'Donnell's  daughter,  Diana, 
were  also  there.  It  was  a  heartfelt  tribute!  To  add  to 
our  1 0-year  celebration  we  gave  out  our  first  Service 
Excellence  Award,  honoring  our  special  advisor, 
Nancy  "Scoop"  O'Donnell,  who  goes  above  and 
beyond  in  her  duties  and  dedication  to  this  organi- 
zation. We  are  so  honored  and  privileged  to  work 
with  her.  And  of  course  no  celebration  is  complete 
without  a  large  1 0'^  anniversary  cake! 

Our  national  workshop  was  a  success!  So 
where  do  we  go  from  here?  What  are  NFADB's 
goals  for  this  next  year?  We  will  be  working  hard  to 
train  our  board  members  in  the  legislative  process, 
create  position  papers,  and  provide  information  net- 
working, press  releases  and  issue  development.  Us- 
ing a  PATH  (Planning  Alternative  Tomorrows  with 
Hope)  process,  we  will  learn  to  collect  outcome 
data  to  help  generate  our  future  goals  and  objec- 
tives. We  will  start  the  affiliation  process  and  moni- 
tor its  progress.  We  will  be  updating  our  by-laws 
and  developing  a  group  members'  listserv  for  infor- 
mation sharing  and  discussion. 

These  are  just  some  of  our  new  goals,  in  ad- 
dition to  being  active  participants  at  the  annual  Pro- 
ject Directors'  Meeting,  advisory  councils,  family 
conferences  and  planning  our  national  workshop. 
We  have  a  full  plate  this  year  as  we  strive  to  im- 
prove our  organization  for  you.  We  welcome  your 
support  and  input  and  encourage  all  families  to  ad- 
vocate for  their  children  who  are  deaf-blind.  I  wish 
everyone  a  peaceful  and  healthy  year!  ^ 


She  Uses  Her  Hands  to 
Embrace  The  World 


ORIGINAL  TRAN5LA  TION  FROM  CHINESE  TO  ENG- 
LISH BY  DAVID  WONG;  EDITED  FOR  THE  NFADB 
NEWSLETTER  BY  NANCY  O'DONNELL 

A  22-year  old  young  woman  from  Hawaii  used  her  heart 
and  smile  to  overcome  her  deaf-blindness  and  make  new 
friends  this  summer.  Cheryl  Yee  of  Hawaii  was  born  deaf 
and  began  to  lose  her  vision  at  the  age  of  1 6  due  to  a 
rare,  genetic  condition  called  Usher  syndrome.  But  de- 
spite this,  she  had  the  chance  to  make  many  new  friends 
when  she  attended  the  World  Youth  Leadership  Camp  in 
Taiwan  last  summer. 

The  goal  of  the  week-long  summer  camp,  which  was 
sponsored  by  the  International  Rotary  Club,  District 
Chapter  3520,  and  Taipei  Christian  Youth  Association 
(YMCA)  was  to  cultivate  leadership  skills  in  youth  who  are 
deaf  and  blind.  One  hundred  and  twenty  youth,  repre- 
senting 12  countries,  participated  in  the  camp.  The  goal 
of  the  conference,  entitled  "Use  Both  Hands  to  Embrace 
the  World"  was  to  cultivate  and  develop  independence 
and  youth  leadership.  The  group  also  worked  to  promote 
international  sign  language.  Currently,  sign  language  is  not 
universal,  therefore  limiting  opportunities  for  deaf  people 
from  different  countries  to  communicate. 

Cheryl,  who  is  Chinese  American,  does  not  consider  her- 
self handicapped.  She  communicates  with  American  Sign 
Language  and  recently  learned  to  read  braille.  Due  to  her 
limited  vision,  signers  must  stand  close  to  Cheryl,  use  a 
small  signing  space  and  make  sure  that  the  color  of  their 
clothing  is  in  contrast  to  the  color  of  their  skin  so  that 
Cheryl  can  easily  see  the  signs.  Yet  despite  these  limita- 
tions, Cheryl  was  able  to  interact  with  participants  from 
all  over  the  world.  She  even  became  fluent  in  interna- 
tional sign  language  and  hopes  to  teach  her  friends  back 
in  Hawaii. 

The  leaders  of  the  youth  camp  hope  that  this  forum  will 
foster  global  cooperation  and  communication.  Cheryl  will 
surely  be  a  wonderful  ambassador  for  this  effort.  V 
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Chicago  Is  My  Kind  of  Town 

By  Janette  Peracchio,  RD,  Region  1 


The  22"^*  National  Conference  for  the  Cornelia  de 
Lange  Syndronne  Foundation  was  held  in  Oak 
Brook,  Illinois  from  June  24-27,  2004.  Attending  a 
national  conference  has  always  been  a  thrill  for  my 
family,  but  this  year  turned  out  to  be  more  awe- 
some than  ever.  The  conference  sessions  and  ac- 
tivities were  as  interesting  and  enlightening,  as  al- 
ways, but  there  was  an  underlying/oy  everywhere  I 
went.  The  reason  was  due  to  the  recent  discovery  of 
the  gene  that  causes  Cornelia  de  Lange  Syndrome. 
People  were  celebrating  the  scientists  and  medical 
personnel  who  were  involved  with  the  discovery. 
There  were  hugs  and  "thank  you's"  happening  eve- 
rywhere I  looked  each  day. 

General  sessions  for  parents  and  professionals  were 
held  each  day  to  cover  common  topics  of  interest  to 
attendees,  such  as  Research  Update  from  the  scien- 
tists; "Best  Practices  for  Dealing  with  GERD/Reflux"; 
"Things  You  Should  Know  About  Communication, 
Speech,  Feeding,  Dental,  Vision  and  Behavior". 
There  is  always  an  abundance  of  great  information 
for  families  to  learn  about  and  take  back  to  their 
child's  physicians  and  therapists.  There  was  also 
plenty  of  time  to  catch  up  with  old  friends  and  to 
make  new  connections  with  parents  from  all  over 
the  world.  It  was  so  wonderful  to  see  1 00  people 
who  have  CdLS  in  attendance  at  the  conference. 
The  age  range  was  from  4  months  old  to  people  in 
their  30's  and  40's,  it  was  very  heartwarming  to  see 
all  abilities  represented  and  to  watch  as  they  en- 
joyed the  conference,  too. 

We  were  fortunate  to  have  Jennifer  Grisham  Brown, 
from  the  University  of  Kentucky,  present  the  key- 
note address  on  the  topic  of  the  importance  of  fam- 
ily vision  and  contributions  at  school  meetings.  She 
gave  families  practical  advice  about  being  empow- 
ered, dreaming  and  setting  goals  for  their  children's 
future. 

My  favorite  part  of  the  conference  took  place  Satur- 
day night.  There  was  a  CdLS  Family  Celebration 
Dinner,  where  everyone  had  the  opportunity  to  ap- 
plaud the  scientists  and  medical  teams  who  were 


involved  with  the  gene  discovery.  We  were  told  to  wear 
our  yeans  in  celebration  of  the  CdLS  gene  discovery!!  It 
was  a  festive  dinner/dance  for  the  entire  family. 

The  22"''  National  Conference  for  families  who  care  for 
someone  with  CdLS  was  the  beginning  of  a  new  era  in 
the  Foundation's  history.  It  was  so  exciting  and  rewarding 
to  be  there  and  share  this  exciting  time  with  others.  Chi- 
cago was  definitely  our  kind  of  town  in  20041V 


CdLS  GENE  FOUND! 

The  CdLS  Foundation  is  very  pleased  to  announce  that  a 
team  led  by  Dr.  Ian  Krantz  at  The  Children's  Hospital  of 
Philadelphia  (CHOP)  and  Professor  Tom  Strachan  of  the 
University  Institute  of  Human  Genetics  in  Newcastle, 
U.K.,  reported  in  Nature  Genetics  that  they  have  identi- 
fied a  gene  on  chromosome  five  that  causes  Cornelia  de 
Lange  Syndrome  (CdLS).  We  congratulate  Ian  Krantz, 
M.D.  and  Professor  Tom  Strachan  and  their  teams  for  the 
discovery  of  the  gene,  and  Laird  Jackson,  M.D.  for  pursu- 
ing his  goal  of  finding  the  gene  and  enabling  others  to  do 
so. 

News  of  this  discovery  will  touch  people  with  CdLS  and 
those  who  care  for  them  in  many  ways.  As  the  research 
continues  and  additional  information  is  learned  about 
the  gene,  the  CdLS  Foundation  will  update  everyone 
through  the  website  at  www.cdlsusa.org  which  includes 
a  link  to  Dr.  Krantz's  article  in  Nature  Genetics. 

Why  is  it  important  to  have  found  the  CdLS  gene? 
To  confirm  the  diagnosis 

To  understand  the  diagnosis  of  CdLS,  improve  exist- 
ing therapies,  and  design  new  medical  therapies 
To  understand  the  role  the  gene  plays  in  develop- 
ment 

To  offer  reassurance,  through  genetic  testing,  that 
other  family  members  are  not  affected 
To  provide  accurate  information  and  counseling  re- 
sources for  future  pregnancies 
To  generate  broad  interest  about  the  syndrome  in 
the  medical/scientific  research  community 
Based  on  the  article  *'The  Cornelia  de  Lange  Syndrome  Gene 
is  Identified"  in  Reaching  Out  Newsletter,  May/June,  2004. 
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PUT  A  FACE  TO  THE  NAME  -  MEET  YOUR  NFADB  BOARD! 


TOP  ROW.L-R:  DEBBIE  ETHRIDGE,  SEC- 
RETARY; SHERI  STANGER,  PRESIDENT; 
LINDA  SYLER,  TREASURER;  BLANCHE 
STETLER,  REG  2;  ERMA  HILL,  REG  3; 
PEARL  VEESART,  VICE  PRESIDENT; 
CORRY  HILL,  REO  8;  AMDDLE  ROW- 
SUSY  MORALES,  REG  4A;  CYNTHIA 
JACKSON-GLENN,  REG  5;  JACQUE 
CLIFTON,  REG  7;  JANETTE  PERACCHIO, 
REG  1;  KNEELING:  TRACY  JESS,  REG  10; 
CLARA  BERG,  INTERNATIONAL  LIAI- 
SON; KARRO  YEE,  REG  10;  ELISA  SAN- 
CHEZ WILKINSON,  RD  COORDINATOR 


Regional  Forum 


REGION  1,  JANETTE  PERACCHIO 
CT  ME  MA  NH  Rl  VT 
Phone:  860-742-8612 
E-mail:  wperacchio@snet.net 

Connecticut:  Mystic,  CT,  was  the  setting  for  the  Re- 
gion One  State  Parent  Alliance  Network  (SPAN)  meet- 
ing, June  7-9,  2004.  SPAN  provides  technical  assis- 
tance to  Parent  Resource  Centers  and  Parent  Training 
and  Information  Centers  throughout  the  United  States. 
Representatives  from  the  states  of  CT,  MA,  ME,  NH, 
NJ,  NY,  Rl  and  VT  participated.  There  are  thirteen  Par- 
ent Resource  and  Training  Centers  within  the  eight 
states. 

The  conference  title  was  "Parent  Centers:  Our  History, 
Our  Impact  and  Our  Future."  It  was  an  opportunity  to 
see  the  past,  present  and  the  future  of  state  parent  cen- 
ters. Emphasis  was  placed  on  collaboration  among  the 
eight  states  in  the  northeast.  Attendees  were  encour- 
aged to  network  and  talk  about  what  was  happening  in 
their  states,  and  they  were  able  to  hear  about  what  was 
going  on  in  the  neighboring  states.  Strategies  for  reach- 
ing all  families  were  shared,  as  well  as  increasing  par- 
ent involvement  in  systems  change  due  to  the  "No 
Child  Left  Behind"  initiative.  Information  was  also 
shared  about  how  to  develop  Lay  Advocacy  Programs 
in  each  state,  to  train  parents  to  work  with  their  child's 
school  system.  Parents  should  understand  their  role  in 
the  education  process;  schools  should  keep  parents 
informed  and  share  resources  to  all  families  so  partner- 


ships are  created  between  home  and  school. 
The  following  is  a  list  of  states  and  the  contact  phone 
numbers  for  parents  to  call  for  more  information  in 
their  state: 

Connecticut:  CT  Parent  Advocacy  Center,  Inc.,  Nian- 
tic  860-739-3089 

Maine:  ME  Parent  Federation,  Augusta  207-623-2144 
Southern  Maine  Parent  Awareness,  Sanford  207-324- 
2337 

Massachusetts:  Federation  for  Children  with  Special 
Needs,  Boston  617-236-7210 

New  Hampshire:  Parent  Information  Center,  Concord 
603-224-7005 

Rhode  Island:  Rl  Parent  Information  Network,  Inc., 
Pawtucket  401-727-4144 

Vermont:  Vermont  Parent  Information  Center,  Bur- 
lington 802-658-5315 

REGION  2,  BLANCHE  STETLER 
NJ  NY  PR  VI 
Phone:  732-721-5448 
E-mail:  JTMommy@aol.com 

New  Jersey:  DB-FACES,  the  state  deaf-blind  children's 
project,  continues  to  build  strong  connections  and  ex- 
pand its  reach  at  The  College  of  New  Jersey.  The  pro- 
ject hosted  a  very  successful  Family  Learning  Work- 
shop in  September  with  eight  families  embarking  upon 
futures  planning  for  their  children  with  deaf-blindness. 
Maria  Bove  from  Vermont  consulted  with  Spanish 

(Continued  on  page  15) 
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(Continued  from  page  14) 

speaking  families  who  attended  this  event.  With  an 
increasing  number  of  students  being  included  in 
general  education  settings,  DB-FACES  hosted 
Gretchen  Hanser  from  the  University  of  North 
Carolina  at  Chapel  Hill  for  a  presentation  and  work- 
shop regarding  emergent  literacy  for  students  with 
deaf-blindness  in  their  educational  settings.  The 
workshop  was  held  in  November. 

As  always,  our  families  are  an  important  part  of  the 
work  we  do,  providing  resources  to  the  project  and 
assuring  success  of  our  technical  assistance  efforts 
by  working  in  close  partnership  with  project  staff. 

New  York:  In  order  address  the  training  needs  and 
travel  restrictions  currently  in  place  for  many  per- 
sonnel in  NY,  NYSTAP  is  organizing  a  series  of  re- 
gional workshops  to  be  held  this  year.  The  work- 
shops will  bring  together  major  service  providers 
from  education  and  rehabilitation  services  with 
families  who  live  within  various  regional  ar- 
eas. There  are  seven  regional  transition  teams 
across  the  state.  The  New  York  Parent  Network 
(NYPN)  has  designated  chairpersons  for  each  re- 
gion. Currently,  the  regional  trainings  are  projected 
to  run  for  a  full  day,  or  day  and  a  half.  Two  or  more 
regions  will  be  combined.  Planning  for  the  work- 
shops is  to  begin  this  month  and  will  be  a  collabora- 
tive effort  between  NYSTAP,  NYPN  and  NTAC. 

The  board  of  directors  for  NYPN  has  found  great 
success  keeping  in  touch  via  conference  calls! 
Meetings  are  conducted  by  NYPN  president,  Mary 
Conlon.  Minutes  are  written  and  disseminated  - 
meanwhile,  the  officers,  who  live  all  across  the 
state,  have  never  left  their  homes! 

REGION  3  ERMA  HILL 
DC  DE  MD  PA  VA  WV 
Phone:  804-282-0239 
E-mail:  Hill2C@aol.com 

Delaware:  Maryland's  CVI  (cortical  visual  impair- 
ment) Project  is  currently  training  four  mentors  in 
our  state.  Thank  you,  mentors! 


Maryland:  For  informational  needs  for  children  with  deaf- 
blindness,  call:  CONNECTIONS,  Diane  M  Kelly  Ph.D., 
Project  Director,  301-405-7915  or  Donna  J  Riccobono, 
Project  Coordinator;  301-405-0482. 

Family  weekend  was  held  last  September  at  Camp  Mani- 
dokam,  Knoxville,  MD.  Eleven  families  gathered  for  some 
fun  and  learning.  Thanks  to  all  the  people  and  staff  who 
made  it  possible  for  the  parents  and  children  to  have  a 
safe  and  happy  time. 

The  Maryland  Regional  Conference  for  Emergency  Prepar- 
edness and  Response  for  Individuals  with  Disabilities  was 
held  November  12th  in  the  southern  Maryland  region  and 
November  22nd  in  the  central  Maryland  region.  For  more 
information  call:  800-637-41 1 3  or  41 0-767-3647  or  go  to 
www.mddisabilitypreparedne5s.org/ 

A  special  topic  workshop,  to  be  presented  by  Martha  Ma- 
jors and  Sharon  Selzer  from  Perkins  School  for  the  Blind, 
is  tentatively  scheduled  for  April  2005. 

CVI  (cortical  visual  impairment)  Mentorship  Project  is  un- 
der way.  Christine  Roman,  Ph.D.,  is  training  four  mentors 
each  from  MD,  DE,  VT,  WV.  Teams  continue  to  rotate  in 
each  state  to  gain  more  knowledge. 

The  BEST  (Building  Effective  Student  Teams)  Program  fo- 
cuses on  transition  planning  for  the  2004-2005  academic 
year.  BEST  Training  is  under  way  with  seven  teams  from 
MD  school  districts  and  one  team  from  DC.  Susie  Morgan 
from  New  York  is  the  presenter.  Four  days  of  training  will 
take  place  throughout  2004-2005  school  year. 

Washington,  DC:  Every  year,  project  directors  and  other 
representatives  from  the  federally  funded  deaf-blind  pro- 
jects gather  in  Washington,  DC,  to  share  information  and 
resources.  This  year's  meeting  was  held  at  the  Crystal  City 
Marriott  in  October.  NFADB  was  proudly  represented  at 
the  meeting  by  several  board  members,  who  presented  on 
parent/professional  collaboration. 

A  supplemental  grant  to  assist  students  who  are  deaf-blind 
in  the  DC  area  is  under  way.  This  partnership  between 
MD  and  DC  will  continue  though  2008.  We  are  still  in  the 
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planning  phase  of  locating  experts  in  deaf-blindness 
in  the  DC  area. 

Pennsylvania:  The  PA  Lions  Beacons  Lodge  Camp 
was  host  to  the  PA  deaf-blind  family  weekend  in  Au- 
gust. Thanks  to  all  the  families  who  participated... 
Elizabeth's  Bill  was  passed  through  the  efforts  of  one 
family  in  Pennsylvania.  The  law  prohibits  vehicles 
from  parking  within  30  feet  from  a  warning  sign  for 
the  disabled.  The  penalty  is  a  $50  fine  and  your  vehi- 
cle towed.  (See  related  story  on  page  6  ). 

Virginia:  Virginia's  Dream  Catcher  Family  Group 
Weekend  was  held  in  VA  Beach.  Special  thanks  to  ail 
who  made  it  possible  for  a  wonderful  luncheon  yacht 
ride  down  the  James  River.  The  families  had  a  learn- 
ing experience  that  was  fun.  What  a  ride! 

A  Call  to  Action  was  held  in  VA.  Candace  Cortiella, 
director  of  the  Advocacy  Institute,  gave  a  presenta- 
tion entitled  "The  No  Child  Left  Behind  Act  -  Oppor- 
tunities and  Obstacles  for  Students  with  Disabilities." 
Larry  Ringer  from  OSEP  (Office  of  Special  Education 
Programs)  addressed  "Continuous  Improvement  and 
Focused  Monitoring  System."  For  more  information, 
go  to  the  Legal  Advocacy  Center:www.vi rginialac.org/ 
or  Making  the  No  Child  Left  Behind  Act  Work  for 
Children  Who  Struggle  to  Learn:  A  Parent  Guide 
http://www.schwablearning.org/articles.a5p?r=853 

AADB,  American  Association  for  Deaf-Blind,  just  fin- 
ished a  four-year  grant.  The  Mentoring  Pilot  Project 
trained  adult  who  are  deaf-blind  how  to  mentor 
youth  who  are  deaf-blind  in  their  state.  The  mentor  is 
also  committed  to  train  three  new  mentors  to  pass 
the  program  on.  Our  very  own  Valerie  Luther  was 
trained  as  a  mentor.  Way  to  go  Val! 

West  Virginia:  West  Virginia  is  participating  in  the 
CVI  (cortical  visual  impairment)  Project.  Thanks  to  all. 

REGION  4B  LISA  ROHR 
KY  NC  SC  IN 
Phone:  828-757-9632 
Email:  therohrs&charter.net 


Hello  to  all  in  Region  4B.  I  am  so  excited  to  be  ap- 
pointed as  your  new  regional  director.  Although  I  am 
new  here,  I  have  had  several  years  of  experience  in 
family  advocacy.  I  work  as  a  parent  presenter  and  de- 
livery guideline  developer  with  North  Carolina  Early 
Intervention.  I  served  as  co-chair  on  the  NC  Deafblind 
State  Team  and  Board  Member/Newsletter  Editor  for 
the  NC  Parent  Support  Group.  I  also  am  a  graduate  of 
Partners  in  Policymaking  through  Developmental  Dis- 
abilities Council  and  have  been  an  active  part  of  State 
legislative  advocacy  since  2001 . 

Please  also  know  that  I  am  a  parent,  just  like  most  of 
you.  I  have  a  wonderful  husband,  TJ,  and  two  delight- 
ful boys.  My  older  son,  Benjamin,  is  9-years  old  and 
my  younger  son,  Jason,  is  5-years  old.  Jason  is  deaf- 
blind  due  to  complications  associated  with  prematurity. 
I  look  forward  to  working  with  each  state  project  and 
state  parent  groups  in  NC,  SC,  TN,  and  KY.  Please  con- 
tact me  if  you  would  like  me  to  come  and  tell  your 
group  about  NFADB.  Also,  feel  free  to  contact  me  if 
you  would  like  to  share  experiences. 

REGION  5  CYNTHIA  JACKSON-GLENN 
ILINOHMIMNWI 
Phone:  513-681-5136 
Email:  cyn98onm@fuse.net 

Illinois:  According  to  secretary  Karen  Olehy,  Illinois 
Advocates  for  Deafblind  (lADB)  spent  time  developing  a 
Family  Directory.  Their  hope  is  to  enable  families  to 
have  access  to  each  other.  The  directory  will  also  in- 
clude information  such  as  each  child's  diagnosis  and 
things  that  work  and  don't  work.  They  also  spent  time 
putting  together  a  cookbook  that  they  sold  as  a  fund- 
raising  effort... Tina  Lechnick,  Project  Coordinator,  re- 
ports that  the  parent  weekend  will  be  March  4-6,  2005 
at  the  Doubletree  Suites  in  Downers  Grove,  IL.  Barbara 
Doyle,  a  clinical  consultant,  will  present  on  communi- 
cation, and  Cilia  Sluga,  from  their  Assistive  Technology 
Project  will  address  recreation.  You  can  reach  Tina  or 
Karen  at  630-790-4893. 

On  February  4  -5,  2005  there  will  be  a  CHARGE  Syn- 
drome Conference  with  presentations  including:  Behav- 
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ior,  Myofacial  Release,  Medical  Aspects,  New  Gene 
Discovery,  Sleep  Problems  Associated,  Waivered  Ser- 
vices, etc... The  Annual  Children  Linking  Families  Week- 
end was  held  at  the  MN  State  Academy  for  the  Deaf 
October  29,  30,  31  ...The  Second  Annual  Mom's  Re- 
treat was  a  success  with  25  moms  in  attendance  and 
Marlyn  Minkin  facilitating  the  group.  A  mom's  re- 
treat... way  to  go,  Minnesota!  Call  Sally  Prouty  for 
more  information  at  61 2.638-1 525. 

Ohio:  A  committee  of  the  Ohio  Center  for  Deafblind 
Education  (OCDBE)  is  developing  and  writing  a  transi- 
tion guide  aimed  at  improving  transitional  services  for 
Ohio  students  who  are  deaf-blind  starting  at  age  14. 
The  guide  will  be  published  in  early  2005.  For  more 
info,  contact  Heather  Herbster  at  (800)  229-0844  or 
hherbster(a)ssco.org 

Sue  Lanciers  has  been  updating  the  milestone  pack- 
ets for  children  making  transitions.  The  packets  have 
new  and  updated  information  on  local,  state  and  na- 
tional resources,  programs  and  services  that  are  rele- 
vant to  the  following  age  ranges:  0-2  years;  3-5  years; 
6-1 0  years;  11-13  years;  1 4-1 7  years;  and  1 8-21 
years.  If  your  child  is  making  a  transition,  you  should 
be  receiving  a  packet. .A  new  training  manual, 
"Interpreting  Strategies  for  Deaf-Blind  Students:  An  In- 
teractive Training  Tool  for  Educational  Interpreters,"  will 
be  available  for  distribution  by  the  end  of  2004.  The 
manual,  with  a  DVD,  includes  eight  modules  along 
with  self-check  activities.  It  will  be  available  to  parents 
and  teachers  through  the  OCDBE  Library. 

Based  on  the  "Hold  Everything!"  workshop  held  last 
June  by  Kay  Clark,  a  manual  is  being  developed  for 
parents  and  service  providers  based  on  the  teachings 
of  Lillie  Nielsen's  "Little  Spaces"  concepts.  The  guide 
contains  20  environments  that  can  be  easily  made  and 
used  by  parents,  teachers  and  therapists. 

Dr.  Kevin  Arnold  and  other  colleagues  have  devel- 
oped a  manual  outlining  the  Integrated  Functional 
Behavior  Assessment  Protocol  model  and  materials 
are  now  available.  The  IFBAP  strategy  is  intended  to 
create  a  comprehensive  view  of  the  students  with 


deaf-blindness  or  severe  disabilities.  To  order,  contact 
Universal  Publishing  at  (800)  940-2270  or 
www.upub.net. 

Wisconsin:  Lyn  Ayers,  Project  Director,  reports  that 
Wisconsin's  focus  is  on  helping  their  parent  group  de- 
velop a  stronger  and  more  cohesive  program.  They  are 
planning  their  parent  weekend  retreat  for  2005. 
NFADB  applauds  Wisconsin,  because  families  are 
what  we  are  all  about.  Holler  if  you  need  us! 

Indiana:  Lisa  Poff,  Program  Coordinator,  states  that 
right  now  they  are  busy  working  on  grant  reports  for 
the  Project  and  when  they  come  up  for  air  (smile), 
we'll  hear  from  them  in  our  next  newsletter.  We're 
pulling  for  you,  Indiana! 

Michigan:  DB  Central  is  excited  because  their  Family 
Retreat,  held  Sept  10-12,  2004  was  a  huge  success 
with  24  families  attending.  According  to  Beth  Ken- 
nedy, Project  Director,  this  was  a  record.  They  are  al- 
ready planning  their  next  retreat  for  Sept  1 6-1 8  2005, 
along  with  other  plans  for  the  year  (i.e.  A  Family/ 
Professional  Needs  Survey,  a  Census  survey,  etc.).  Way 
to  go  Michigan! 

REGION  7  JACQUE  CLIFTON  lA  KS  MO  NE 
Phone:  316-776-9662 
E-mail:  jclif222@aoL  com 

It's  hard  to  believe  that  2004  is  winding  down.  Where 
does  the  time  go?  My  son,  Austin,  who  has  CHARGE 
Syndrome  and  is  deaf-blind,  turned  10-years  old  in 
November.  It's  hard  to  believe  it's  been  ten  years  since 
we  entered  the  world  of  deaf-blindness  -  we've 
learned  so  much  and  met  so  many  wonderful  people 
over  these  past  years.  I'd  like  to  thank  all  of  you  who 
have  helped  us  on  this  journey.  Now,  here  is  our  re- 
gion's update: 

Kansas:  The  Kansas  Deaf-Blind  Consortium  (KDBC) 
continues  to  meet  about  every  six  weeks  in  Topeka, 
KS.  There  are  representatives  from  nearly  every  state 
agency  that  might  have  contact  with  individuals  who 
are  deaf-blind.  The  KDBC  looks  at  all  age  groups  and 
has  been  working  to  involve  more  families  in  the  meet- 

(Continued  on  page  18) 


PAGE  18 


NEWS  FROM  ADVOCATES  FOR  DEAF-BLIND 


VOLUME  9    ISSUE  I 


Regional  Forum 


(Continued  from  page  1 7) 

ings.  If  you  are  interested  in  joining  this  group,  or  for 
more  information,  please  let  me  know.  In  October, 
KDBC  hosted  its  first  deaf-blind  training,  which  was 
focused  on  orientation  and  mobility  skills  for  chil- 
dren, youth  and  adults  who  are  deaf-blind.  About  40 
professionals  and  family  members  attended  the  train- 
ing. 

The  Kansas  Deaf  Blind  Project  is  getting  ready  to 
start  its  self-evaluation,  a  process  that  is  required  of  all 
federally  funded  deaf-blind  programs.  The  self- 
evaluation  is  an  intensive  look  at  the  project's  goals, 
objectives  and  outcomes  and  is  designed  to  help 
guide  and  develop  ongoing  activities  for  the  next 
funding  year. 

Missouri:  The  annual  Hand-in-Hand  course  on  deaf- 
blindness,  hosted  by  the  Missouri  Deafblind  Techni- 
cal Assistance  Project,  will  be  held  in  Kansas  City  this 
year.  The  educational  teams  of  six  students  will  be 
participating,  including  eight  family  members. 
Debbie  Naucke,  Executive  Director  of  the  Delta 
Gamma  Center  for  Children  with  Visual  Impairments 
in  St.  Louis,  is  on  the  planning  committee  for  the  first 
National  Association  for  Parents  of  Visually  Impaired 
and  American  Printing  House  (APH)  National  Family 
Conference,  to  be  held  in  Louisville,  Kentucky,  Au- 
gust 12-14,  2005.  Information  will  soon  be  available 
at:  www.aph.org. 

Nebraska:  Nebraska  Deaf-Blind  Project,  which  is  a 
federal  grant  serving  children  birth  to  age  21 ,  is  in  the 
process  of  implementing  Project  SPARKLE  with  ap- 
proximately four  families  in  this  grant  year.  Our  fam- 
ily consultant.  Shannon  Butalla,  will  be  the  state  con- 
tact and  provide  ongoing  support  to  the  families  who 
will  be  receiving  these  materials  and  participating  in 
this  model.  We  are  excited  to  implement  Project 
SPARKLE  and  will  look  forward  to  adding  additional 
families  in  the  third,  fourth  and  fifth  years  of  the 
grant. 

Nebraska  will  also  be  starting  its  self-evaluation  of  the 
deaf-blind  program.  The  coordinator  of  the  project 
has  begun  planning  meetings  and  developing  meth- 


ods for  gathering  input  from  the  state  Advisory  Board 
and  members  of  the  Technical  Assistance  Team  as  well 
as  other  key  stakeholders  such  as  parents,  PTI-Nebraska, 
and  other  educators  and  partners. 

The  annual  Nebraska  Deaf-Blind  Summer  Institute  will 
be  the  week  of  July  18-22,  2005.  This  will  be  in  collabo- 
ration with  the  University  of  Nebraska  at  Lincoln,  the 
Nebraska  Department  of  Education,  and  the  Nebraska 
Early  Childhood  Learning  Center.  Stay  tuned. 

Nebraska's  project  coordinator  is  serving  on  a  committee 
at  Boys  Town  National  Research  Hospital  regarding  the 
area  of  vision  disorders  and  deaf-blindness.  The  Project 
has  developed  a  "Guidebook  for  Interpreters:  Making 
Accommodations  for  Children  with  Dual  Sensory  Impair- 
ments" which  the  committee  hopes  will  be  developed 
into  training  modules.  In  the  future,  the  group  looks  at 
having  assessment  standards  specific  to  deaf-blindness 
embedded  into  the  assessment  tools  used  for  interpret- 
ers. The  committee  has  had  two  meetings,  and  Boys 
Town  will  be  developing  sub-committees  to  work  on 
several  of  the  topics  identified  as  needs.  This  is  an  excit- 
ing partnership  between  the  Project  and  other  key  stake- 
holders in  the  state.  The  committee  hopes  it  will  have 
significant  impact  nationally. 

REGION  9  KARRO  YEE 
AZ  CA  HI  NV  Pacific  Islands 
Phone:  808-595-4739 
E-mail:  karroY1@aol.com 

California:  2005  Deaf-Blind:  Intervener  Training  is 
scheduled  for  Winter:  January  29,  Los  Angeles  and  Fair- 
field; February  5,  San  Diego  and  San  Jose;  Spring:April 
9,  Los  Angeles  and  Fairfield;  April  16,  San  Diego  and  San 
Jose;  Summer:  June  18,  Los  Angeles  and  Fairfield;  June 
25,  San  Diego  and  San  Jose.  This  entire  training  course 
will  be  repeated  in  a  block  of  four  consecutive  days  dur- 
ing the  summer  of  2006  for  teams  that  prefer  a  more 
intensive  summer  institute  format.  For  training  informa- 
tion, contact  Maurice  Belote  at  mbelote(a) pacbell.net  or 
at  1-800-822-7884;  ext  23  (voiceAFTY) 

Hawaii:  The  Pacific  Rim  2005  conference  will  be  Febru- 
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ary  28  -  March  1  at  the  Sheraton  Waikiki.  For  more 
information,  go  to:  www.pacrim.hawaii.edu 

REGION  10,  TRACY  JESS,  AK  ID  OR  WA 
Phone:  425-576-5527 
E-mail:  jesstracy@yahoo.  com 

Oregon:  The  Swindells  Center  opened  on  November 
1,  2004.  The  Center  connects  families,  caregivers  and 
friends  of  children  with  disabilities  to  resources,  infor- 
mation and  trainings.  They  offer  resources  specific  to 
disabilities  and  various  conditions,  as  well  as  informa- 
tion on  respite  options,  recreation,  educational  options 
and  other  day  to  day  issues.  You  can  contact  the  Swin- 
dells Center  at:  351 0  NE  1 22"^^  Ave.;  Ste.  1 01    Port- 
land, OR  97230  or  call  800-833-8899  ext.  52429 

Washington:  WA  completed  the  second  of  three  Tran- 
sition Interactive  Video  Conferences  (JVC).  We  are  con- 
tinually working  on  our  new  Project  Partners  to  provide 
more  service  to  our  families.  Project  Partners  are  peo- 
ple in  our  state  who  have  experience  with  children 
who  are  deaf-blind  that  our  project  will  be  contracting 
with  to  provide  technical  assistance  (TA)  services  to  our 
children.  We  will  be  pairing  these  partners  by  their 
strengths  and  expertise  in  the  field. 

Upcoming  Conferences  in  WA  state 
January  27-28,  2005  -  /.D.f.AS.,  Spokane,  Washing- 
ton; April  21,  2005  -  Transition  #3;  Multiple  Site 
(IVC);  May  4-6,  2005  -  Infant  &  Early  Childhood  Con- 
ference, Bellevue,  Washington;  July  12-15,  2005  - 
Combined  Summer  Institute,  Yakima,  Washington; 
For  more  information  about  any  of  these  conferences, 
call:   206-439-6937 

FAMILY-2-FAMILY  LISTSERV  &  DIRECTORY 
The  Western  states  which  include  AK,  AZ,  CA,  CO,  HI, 
ID,  MT,  NM,  NV,  OR,  Pacific  Trust  Territories,  UT,  WA 
and  WY  now  have  a  family  listserv  and  directory!   It  is  a 
great  way  to  connect  with  other  families  of  children 
with  deaf-blindness. 

For  those  families  living  in  the  above  states  who  would 
like  to  be  a  part  of  this  great  networking  tool,  please 
contact  Tracy  less:  206-439-6937  ext  3937  or 
tjess(p)psesd.org  ^ 


(Continued from  page  3) 

make  it  a  priority  in  my  son's  life. 
Ellen  Steinbrick 

Mom  to  Alex,  age  7,  CHARGE  Syndrome 

The  trip  to  St.  Louis  was  filled  with  many  firsts 
for  me.  It  was  the  first  time  in  almost  seven  years  I  had 
been  away  from  my  son.  It  was  the  first  time  I  spent 
time  with  several  parents  whose  children  represented 
the  past,  present  and  future  for  my  son.  It  was  amaz- 
ing to  spend  time  with  people  who  actually  "get  it. " 
There  was  a  lot  of  saying  "Me,  too!"  and  "Oh,  I  didn't 
know  that." 

Information  is  invaluable.  It  is  the  key  to  open- 
ing up  the  all-too-often  narrow-minded  outlook,  espe- 
cially in  special  education.  As  we  all  found  during  our 
conversations,  our  children  have  unfair  assumptions 
placed  on  them.  Either  our  children  are  underesti- 
mated or  our  children  compensate  so  well  the  district 
has  a  hard  time  believing. 

I  was  able  to  talk  with  parents  about  their  chil- 
dren and  share  my  son  with  them.  We  had  an  im- 
promptu meeting  of  families  of  children  with  CHARGE 
for  lunch.  It  was  very  comfortable. 

The  conference  reaffirmed  that  we  are  all  on 
the  right  track.  We  know  our  children  so  well  and  can 
offer  so  much  to  our  educators.  I  took  the  information 
from  the  conference  and  offered  an  in-service  to  my 
son's  team.  I  can  only  hope  they  took  away  some  new 
understanding  of  my  son  and  his  abilities. 

This  conference  connected  me  with  DB-LINK, 
which  provided  handouts  for  my  son's  team.  I  was 
also  able  to  obtain  information  for  myself. 

This  conference  was  also  a  time  for  me  to  look 
inside.  We  were  given  tasks  and  activities  where  we 
were  blindfolded  and  we  could  not  speak  (not  even 
sign  language!)  and  asked  to  complete  a  task.  We  al- 
lowed someone  to  guide  us  through  the  hotel  -  it  was 
all  about  TRUST. 

I  learned  that  I  can  better  help  my  son  by  plac- 
ing his  hand  on  mine  instead  of  mine  over  his.  We  all 
came  together  to  meet,  share  and  learn,  and  BOY  did 
we!  I  am  grateful  for  these  opportunities  to  learn. 
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